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Glossary

This document contains some specialised words, phrases and acronyms (letters that are short for phrases).  These are the main terms and their meanings to us, in logical rather than alphabetical order:

Impairment

A personal characteristic involving reduced, absent or different function, whether physical, intellectual or otherwise.  This is what used to be referred to as “disabilities”.

Disability

A process where people with impairments interact with inadequate environments – physical, social, service, communication and otherwise – which create barriers to their full participation in and contribution to society.

Disabled Person

A person with an impairment/impairments who experiences disability.

Disabled Community

Disabled people, together with their families/whanau and unpaid support people.  Disabling environments often affect this whole group.

Disability Service Provider

A person or organisation that provides specialist services to disabled people or the disabled community.

Disability Sector

All organisations and people whose purpose focuses on disabled people or the disabled community – including service providers, funders, policymakers and advocacy organisations.

Note that although some members of the disabled community also work or volunteer in the disability sector, the community is not part of the sector.

Disability Professional

A person employed in the disability sector, often with specific training and expertise, medical or otherwise.

NZDS

The New Zealand Disability Strategy – the New Zealand Government’s guiding document for improving how publicly-funded organisations deal with the needs of disabled people and the disabled community.
Standard of Living

A level of material comfort as measured by the goods, services, and luxuries available to an individual, group, or nation.

Opportunity Cost

Opportunity cost often refers to “the opportunity foregone,  “the value of resources in their best alternative use” or the “cost to society of achieving benefit”(McPake et al.  2002).  Essentially, resources are scarce and once allocated to address one need, they will not be available to address another.  As Donaldson and Gerard (2005) explain in a health context, “the decision to commit resources to tacking a health problem denies society the opportunity of using these resources to tackle other health problems…The gains forgone are called opportunity costs”.

Maori Glossary

hapu
sub-tribe, clan

iwi
tribe

kaiwhakahaere
leader

karakia

prayer, chant, religious service, incantation

kaumatua
older male

kawa
protocol

kuia
older female

mahi
work, occupation

mana
integrity, prestige

manaakitanga
care for

manuhiri
visitors

marae
meeting area of whanau or iwi

mihimihi
greetings, introductions, speeches

te ao maori
the Maori world

te reo maori
Maori language

tikanga

customs, obligations and conditions

tupuna whare
ancestral meeting house

whakapapa
genealogy, cultural identity

whakawhanaungatanga
to establish relationship

whanau
extended family
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Summary

1.1 Purpose

This document describes the findings from the Cost of Disability research project conducted by the Disability Resource Centre Auckland, Inc (DRC Auckland) in collaboration with the University of Auckland’s Centre for Health Services Research and Policy (CHSRP).
The aim of the research, carried out in 2006, was to identify the additional resources (support, equipment, transport and time) and the costs associated with these resources that disabled people aged 18-64 years require to live in the community and to achieve an ordinary standard of living.  People with physical, sensory, intellectual and mental health impairment were included.

1.2 Context

The Cost of Disability research was jointly funded by the Ministry of Social Development (MSD) and the Health Research Council of New Zealand (HRC), to enhance Government's knowledge about the costs associated with disability.  

It is widely acknowledged that people who experience disability need a variety of additional goods and services to lead ‘an ordinary life’ but there has been little evidence about the costs, both to individuals and to government, associated with these in a New Zealand context.  This research investigated the costs associated with disability and explored how these costs differ according to individual needs and personal circumstances.

The research was a collaborative effort between disabled people, DRC Auckland and the University of Auckland, applying a “budget standards” approach.  The research aimed to integrate a social model of disability with a robust economic approach to identifying the additional costs of disability.  A reference group of disabled people with broad knowledge of the disability and mental health sectors informed the research.  

1.3 Method

1.3.1 Consensual Budget Standards

The project’s methodology is described in more detail in Chapter 3.  A “budget standards” methodology involves defining the basket of goods, services and activities required for a given household to achieve a certain standard of living.  Consensual budget standards are achieved through an organised process of discussion with people whose experience and insight informs and verifies the items included in the budgets.  Costs are then attached to each item, and budgets achieved by calculating average weekly costs for all items over their lifetime.  This research methodology had been successfully used in previous studies with the disabled community.
1.3.2 Cost Model
A cost model was developed by the project team, as shown in Figure 1 below.  Individualised costs arise from resources applied to meet a disabled person’s needs.  
Impairment and other personal characteristics combine with surrounding environments and the social context to create needs.  Resources are applied to meet each need (often a choice of different services, products or other interventions), which results in a range of costs incurred by different people to achieve a similar standard of living.  
Figure 1.  Simplified cost model
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Standard of living
The project’s goal was to identify an ordinary rather than a luxurious standard of living.  This was emphasised throughout the discussions, with occasional challenges to verify that there was a consensus that goods and services identified were seen as essential to achieving an ordinary standard of living.  The research team used the metaphor of a car to explain an ordinary standard of living to participants – that we were aiming not for a Rolls Royce or broken down old “bomb” of a car, but a fairly standard “Toyota” standard of living.  Many participants were familiar with the concept of an ordinary life as popularised within the local disability discourse, including in the major report about intellectual impairment, To Have an ‘Ordinary’ Life (National Health Committee 2003)
Degree of need

The Budget Standards methodology was applied by constructing and validating pairs of budgets – one for low to moderate needs (called “moderate needs”) and one for moderate to high needs (called “high needs”) – to illustrate efficiently the range of potential costs and the factors that drive them.  
Note that the terms “moderate” and “high” in this study do not correlate with other uses of those terms, for example in the Disability Survey where they are used to characterise level of use of support services.  It must also be emphasised that the degree of need does not necessarily have a simple correlation with the type or degree of impairment.  Research participants included people who had a high degree of impairment but who reported a low degree of need.  
In the absence of a universally accepted needs assessment framework and in keeping with the participant-oriented nature of the project, the degree of need was determined in association with disabled participants, guided by factors determined by the project’s expert reference group.  Those factors differed by impairment type, and were applied in a screening conversation by a member of the project team before participants were assigned to an appropriate feedback forum.  Discussions of degree of need – like those about standard of living – arose and evolved within feedback forums, and in reference group and project team meetings throughout the study.

1.3.3 Research Process
The methodology for this project included some key elements, which are explained in more detail in Chapter 3 below:
· A Reference Group was established.  Decisions about the project were made in collaboration with a group of representatives from a broad spectrum of the disabled community, including disabled people with physical, sensory, mental health, and intellectual impairments.  In particular, the most appropriate methods for engaging the disabled community were decided with the reference group.  The research team developed initial draft budgets in consultation with the reference group.
· Feedback forums were held with members of the disabled community to review and inform the items included in the budgets.  To facilitate discussions, the feedback forums used sample “personal stories” or vignettes to help participants focus on identifying the additional goods and services required for them or a person with similar impairment and level of need to live an ordinary life.  The personal stories were developed in consultation with the reference group and served as a tool for participants to consider and reflect upon their own needs and the items they require and the budgets required for someone with similar circumstances to achieve an ordinary standard of living. 
· The first wave of feedback forums was held in Auckland and was organised by impairment type and degree of need. Ten budget standards were validated; with one “high needs” budget and one “moderate needs” budget for each impairment type.  Participants were screened and assigned to the corresponding forum as discussed above.
· It proved difficult to secure participants with experience of mental health impairment for the proposed forums, for a number of reasons including concerns about personal availability, the length of the proposed 3-hour forums and sharing in a group situation  It was decided to conduct individual interviews to explore the resources required by people with mental health impairment.  

· Through the first wave of feedback forums, the goods and services required and the quantities of these items in each budget were discussed and negotiated by five to eight participants with needs and circumstances similar to those presented in the budgets.  Members were asked to consider all areas of their lives in the community, identify their daily living needs and comment on the budget items.  Where a gap in resources was identified, members made suggestions for the intervention (good or service) which could best be used to fill the gap.  Where there was disagreement about the proposed quantity or frequency of a good or service, the group negotiated a corrected figure to reflect their own experience.  If the group decided that any item was superfluous to their needs, then they negotiated removing the item from the budget.

· The research team and reference group reviewed the results from the initial feedback forums and identified additional issues to consider.  The second wave of feedback forums was held to explore specific issues in more depth and gathered information that considered the impact of geographic location, age, ethnicity and other factors on the needs and costs associated with disability.  The forums included a group in Dunedin, a group of young adults leaving secondary school, a group of parents of high-needs adult children living at home, a group of older adults looking to the future and retirement, and a group in rural Northland that would consider both the experiences of Maori and of living in a rural community.  
· The second wave groups did not consider any of the impairment-based draft budgets, but were asked to discuss their needs across the areas of their life (and the categories of items in the budgets).  For example, participants might talk about their experiences with accessing education or employment opportunities and what resources they used, what resources they needed, and the main barriers that they faced. These forums were not used to inform budget, but instead provide some context to the way costs might differ for people in different situations.
· Several participants in the first wave of feedback forums identified as Maori, however these forums were not conducive to eliciting culturally specific information from individuals.  It was anticipated that information about the impact of being both disabled and Maori would be explored within the Northland feedback forum, but this was not the case.  To develop a deeper understanding about the unique experience of being both Maori and disabled, two additional interviews were carried out with key informants.  
· The research team and reference group reviewed results from the feedback forums and determined the final budget standards.  The budgets were constructed for people with physical, vision, hearing, intellectual and mental health impairment and arranged according to items required to meet moderate and high needs. The research team consulted other information sources such as the Disability Survey and Household Economic Survey to identify any unknown quantities of resources required.
· Once the budgets were constructed, the research team consulted New Zealand retailers and assigned market prices to each of the goods, services, and activities included.  The budgets were then returned to the relevant reference group members who had initially helped construct them and the prices, quantities and lifetime of each of the items were checked and validated.  The research team then updated the budgets based on the comments of the reference group. As the items were identified in 2006 and prices (in NZ dollars) were for 2006, the final budgets relate to that time.
1.4 How To Use This Report

Each disabled person has his or her own unique circumstances, experiences, needs and strengths.  It is not possible in one study to characterise the complete range of resources required by all disabled people in New Zealand to achieve an ordinary life in the community.  The research team and reference group chose to focus on identifying the resources that would be required by disabled people with physical, visual, hearing, mental health or intellectual impairments, and to focus on two broad ranges of need, characterised as ‘high’ and ‘moderate.’  Within these parameters, the resulting budgets can be seen as providing useful and robust consensus estimates of the resources needed by disabled people to live an ordinary life in the community. 

Although the research does not incorporate the circumstances of all disabled people – particularly those with multiple impairments or dependents – it does illustrate a methodology and an example for how resources might be identified for disabled people in a manner that is consistent with economic principles of costing yet appropriate for working with the disabled community.  It is hoped that this will assist government agencies and other researchers in the future.  
The research did not address the question of funding (who pays for what) or setting of priorities (which are the most important or valued resources), but it does provide a foundation for identifying current gaps in resources and for conducting future research into particular population groups or aspects of life.  This study treats each disabled person as a household unit, so that informal support costs often transferred onto families or aggregated in institutional settings are revealed on an equal footing.  Budget totals are therefore likely to represent costs which would be met by a mixture of government funding, personal provision and natural supports.
The results from this study highlight the importance of a number of items that are common across different types of impairments, life-circumstances and levels of need – such as support people or transportation – as well as items that are unique to each group.  In some cases where budgets do contain common resources, the quantity of resources required differs across groups – reflected in differences amongst this study’s impairment-based budget standards.  Possible reasons were highlighted during discussion amongst feedback forum participants, and by reference group and project team members.  Even though the type of need might be common (for instance, going shopping), some groups of people may require more assistance than others due to the nature of their impairment.  Groups of participants also reported different preferences about how similar needs and aspirations were resourced.  For instance, some placed greater significance on resources that promoted independence, even though this sometimes came into conflict with other goals they held.  
The reference group and project team had some discussions about items and issues across budgets, but most project participants did not.  “Consistency” between resources used by disabled people grouped by impairment type may make sense at a service management or funding level, but the concept seems to have little relevance to the experience of disabled participants as reported during the study.  The project’s methodology relies more on consensus amongst disabled participants than on input from those who specialise in planning or managing disability services, although the project team, reference group and project funders have certainly contributed some of that knowledge.  
The specific number and types of items in the budgets should be viewed as representing the views of the research participants about the most appropriate way for these groups to meet their specific goals.  The final budgets provide a broad estimate of the value of the resources required to live in the community.  However, the most cost effective ways of meeting any need may differ depending on the individual’s unique circumstances and their social context.  For instance, whether a person with a high degree of physical impairment has their transportation needs met by a mobility taxi (hoist-equipped van) or by their own fully modified vehicle will depend upon factors such as the type and level of resources available to them, the cost of alternative transportation, the distance travelled and the impact on their life of having a reliable and readily available method of transportation. 
The budgets were developed by summing up the resources required to meet individual needs. In practice, it might be possible to realise efficiencies by organising trips to meet multiple goals, and drawing on synergistic combinations of personal and public resources that were unable to be adequately considered during this project.
1.5 Qualifications and Limitations
To ensure that the project was manageable and the findings robust, the scope of the research was constrained.  The focus of the research was limited to the resources required by disabled adults aged 18 to 64 years, living in community settings rather than institutional settings, without dependent children and without multiple impairments.  In practice, it proved hard to avoid some participants bringing into discussion factors that were out of scope, particularly experience living in institutional settings or of multiple impairments affecting needs and resources.
The research included only costs of accessing education, employment, health care and community based support services, but not costs incurred within those services.  The costs are therefore representative of the additional resources disabled people need to access these services (eg: transport or communication support), but not the cost of providing these services.  
Partly for practical reasons, it was decided to categorise the project’s budget standards primarily by impairment type and degree of need.  Neurological impairment was not included in the scope of the research, although some of the needs of people with neurological impairment may be represented in other budgets. 
Other studies similar to this research were referred to in the development of this research methodology, most notably Disabled people’s costs of living by Smith and colleagues (2004) in the United Kingdom.  Referring to the development of a typology of disability, that study “highlighted the need to recruit people to groups on the basis of their needs as a consequence of their impairments, rather than on the basis of impairment itself or medically orientated categories.”  

This study uses a qualitative methodology to examine the needs of disabled people, prioritising their lived experience as a source of knowledge.  Caution must therefore be used when interpreting and generalising the results, as this study does not provide evidence of the prevalence of need in the disabled community.  The research team and reference group developed a screening procedure used to identify the degree of need of participants and assign them to the appropriate feedback forum.  However a disabled person’s interpretation of the questions and self-identification of their degree of needs were the defining factors, in keeping with the participant-centred nature of the project.
The budgets present estimates about the resources disabled people require to achieve an ordinary standard of living.  The items identified and quantities required are based on the opinions of an expert reference group and the project’s strategic advisors, validated by groups of five to eight people in a feedback forum.  While this is consistent with the consensual budget standards methodology, participants were not demographically representative of the broader population.

Once the feedback forums were completed the original methodology for this research included a survey of the wider disabled community.  The aim was to survey 300-400 disabled people across New Zealand, to further validate the budgets utilising a broader geographic reach although it is noted that the population would not necessarily have been any more representative.  The survey did not occur and the budget standards data available is therefore primarily gathered from disabled people living in the Auckland region.
Participants in the feedback forums were encouraged to discuss the resources required to live an ordinary life in the community.  Information presented at the beginning of each feedback forum was designed to provide explanation of what is meant by an “ordinary standard of living”.  However, participants’ perception of this term may vary and could influence their input.  The project team believes using a vignette helps participants maintain some sense of objectivity and keep them away from overly personal storytelling about issues rather than resources.  The methodology using a consensus validation approach relies on deliberation and negotiation to determine the content of the budgets and tests the strength of the consensus reached.  This approach reduces the risk of a budget item being included that is not representative of the wider group’s assessment about what resources are required to achieve an ordinary standard of living.
The purpose of this research was to identify the additional resources required by disabled people to live in the community, so the focus was on identifying only those resources where there was a difference between disabled and non-disabled people.  Previous studies have attempted to identify all the resources both disabled and non-disabled people might need to live in the community.  The information from those studies provided an initial guide to the types of resources that were common, and the areas where differences might be expected to arise.  Although additional resources were discussed and debated, items were added and deleted and their quantities adjusted, the final budgets represent the aspirations, expectations and experience of research participants and by no means is a complete list of all the resources that might be required. The research was carried out in 2006 and technology and other forms of support may have changed since then.
Questions of how costs were funded or met, either formally or informally, were explicitly outside the scope of the research although they were sometimes raised by participants during discussions.  The research team recognised that participants’ expectations were likely to be coloured by their own experiences of what resources were currently available.  Using vignettes was part of encouraging discussion about what an ordinary life might contain, whether or not that was the current situation for participants.

This study should not be viewed as identifying the resources required by all disabled people.  Identifying the needs of specific groups may require additional research.
As the items were identified in 2006 and prices (in NZ dollars) were for 2006, the final budgets relate to that time.
1.6 Findings and Conclusions

Please refer to the “Qualifications and Limitations” section above when interpreting the results of this research.

1.6.1 Level of Need Influences Focus
There is a clear relationship between level of need (‘high’ or ‘moderate’) and the types of resources identified across the budget standards and issues analysed from the feedback forum discussions.  In ‘high needs’ groups, participants largely focused on meeting basic daily needs and said little about their personal experience of the social impact of their impairment.  However, discussion in the ‘moderate needs’ groups focused largely on the social impact of being disabled, experiences of discrimination and the extra time required to do most activities.  

It is perhaps unsurprising that the attention of people with high needs is more focused on basic survival needs than on self-actualisation and social roles.  Discussion amongst participants revealed that although those with moderate needs could often resource those needs more easily, they still encountered many of the same barriers as those with high needs.

1.6.2 Resources to Reduce Barriers

Forum participants reported a number of barriers to achieving an ordinary life.  Some of these barriers arose from characteristics of the built environment (eg: stairs instead of lifts), or communication environment (eg: information only provided in small print).  Others arose from general social attitudes about disability.  

Some barriers may be reduced with appropriate equipment, interventions, and services.  Others such as discrimination in access to services require solutions that are beyond the individual.  Participants in the feedback forums helped identify the major problems and the known solutions to many of the barriers they encounter in their daily life.  

Human support resources were identified as the most significant cost across all of the budgets, but were noticeably increased in the high needs budgets.  Human support includes assistance with personal cares and household tasks and use of “buddy” systems, interpreters, note takers and trainers to support autonomy and participation.

The availability and accessibility of resources such as information or support and having the resources to keep pace with changing technology were other important themes that emerged across the feedback forums.  Transport needs and support requirements during life transitions were also keenly discussed by participants.
People with high needs reported that meeting even the most basic needs in everyday life required significant resources, modifications and effort.  Participants in the high needs forum spoke little about the social impact of disability, but focused almost entirely on resources required to meet basic needs related to survival.
1.6.3 Time as an Opportunity Cost
Research participants reported taking additional time to complete most activities compared with non-disabled people.  The project methodology includes that extra time and values it in monetary terms. Budgets are presented with and without costs for time. 
For many tasks of daily living, the time required to perform the task is the primary resource (eg: apart from a vacuum and a mop, the main resource needed to perform light housework is time).  The additional time represents an opportunity cost of being disabled – that is, the time spent doing these activities is time that is not available for other activities.  For example, consider an activity that is common to both disabled and non-disabled people such as the personal care required to get ready for work in the morning.  Even if each person performs the task his or herself, the disabled person is likely to take longer.  
The additional time required by the disabled person, relative to a non-disabled person, represents the opportunity cost of performing the task.  However, when a task is performed on a person’s behalf, their time is freed up.  The time saved by having others perform the task is also considered in the budgets.

1.6.4 Summary of Budgets by Impairment Type

Ten budget standards are presented for disabled people in New Zealand with physical, vision, hearing, intellectual, and mental health impairments.  One ‘high needs’ budget and one ‘moderate needs’ budget is provided for each impairment type to indicate the range of additional weekly costs that disabled people encounter.
Table 1 lists the total cost for each budget, followed by a brief overview of key factors in the pair of budgets for each impairment type.  Detailed summaries of each pair of budgets are in Chapter 4 below.

Table 1.  Total Weekly Costs by Impairment Type and Degree of Need

	
	Moderate needs
	High needs

	Physical impairment
	$639
	$2,284

	Vision impairment
	$353
	$719

	Hearing impairment
	$204
	$761

	Intellectual impairment
	$578
	$2,568

	Mental Health impairment
	$714
	$2,413


Physical Impairment

· The total weekly costs for the moderate needs and high needs physical impairment budgets were $639 and $2,284 respectively.
· The largest component of the moderate needs budget is the support hours associated with performing activities of daily living, specifically shopping, meal preparation and housework.  For someone with moderate needs, most activities can be accomplished by choosing household goods that meet the specific needs of the person using them.  Participants determined that few modifications to the home environment were required and that their needs could generally be met with slightly modified versions of common household tools, (eg: lightweight cookware or an electric can opener), and by modifying the way some activities are carried out.  

· Mobility equipment and transport associated with accessing the community are other significant resources required by people with moderate needs.  Additional personal time costs associated with forward planning to navigate potential hazards, extra time spent undertaking an activity and the impact of fatigue and risk of injury were noted.  

· For those with high needs, the costs associated with disability increase substantially both as the number of hours of support person time increase and as support work is replaced by technology and equipment that enable greater autonomy.  Support hours particularly for personal care support were one of the most significant costs in the high needs budget.  

· Other significant costs in the high needs budget included housing modifications and mobility equipment for accessing the community.  Participants considered that the degree to which a home is modified needs to be considered in conjunction with the amount of support worker time and the level of technology that is available.  

· The participants in both groups emphasised the importance of balancing human support and modified equipment to achieve as much autonomy as possible in daily living.  This included taking into account an individual’s choice about how they wish to use their time.

· People with physical impairment face a number of barriers and related costs in their daily living, many of which were attributable to inaccessible built environments in both the home and the broader community.  The general consensus of participants was that because the whole of society has not adapted to accommodate all mobility needs, people with physical impairment need a variety of tools and equipment to overcome the barriers that exist if they are to achieve an ordinary standard of living like everyone else.  

Vision Impairment

· The total weekly costs for the moderate needs and high needs vision impairment budgets were $353 and $719 respectively.

· For someone with moderate needs, support person time for heavy housework activities and shopping makes up the most significant portion of the weekly budget.  Obtaining equipment and technology to access information and support autonomy are the second largest cost.

· The high needs budget includes significantly more support person hours, especially in activities of daily living and increased technology and support to access information.  Another factor that increases the budget is the inclusion of a guide dog to enable greater autonomy and access to the community.  

· Access to information was identified as the key barrier encountered in daily life, whether reading an email from friends or family, checking the news, perusing a bank statement or examining a food label at the supermarket.  Access to information comes at a considerable extra cost.  Most tools designed to overcome the problem of inaccessible information are forms of computer technology and software.  These are often the highest cost items because they require continuous upgrades and training to keep up with changes in how information is disseminated.

· Participants in the high needs group noted that people often learn to be self sufficient with many activities of daily living in familiar home environments, but that support people remained an essential resource for cleaning and home maintenance as well as venturing into the wider community to get shopping done.  Whilst participants appeared to have knowledge of the aids available to them, the consensus was that they preferred sighted assistance for activities such as shopping.  Family members and friends were identified as the main support networks.  This is significant given the importance placed on being able to trust and rely on the information being provided by a sighted assistant.

· There was some debate over the need for adaptive technology or specialised items, and several items were removed from the draft high needs budgets.  Participants asserted that people who are born blind or have for many years been blind or experienced low vision will have developed skills and strategies to complete activities of daily living tasks (and as such do not have an ongoing need for adaptive technology), but acknowledged they may still need technology to enable the development of such a skill or strategy.  

· The vision impaired Reference Group member added that some areas of life would still require extra equipment and human support, and that transport costs in particular were likely to remain high.
· Ease of autonomous use of household appliances plays a significant role in purchase decisions.  When replacing a household item, technological changes also have an impact.  Because new models are continually coming onto the market, it can be difficult to purchase the same model.  A vision impaired person may need assistance to understand and verify the working features of the appliance and to re-learn the skills necessary to use it.  

· People with vision impairment reported an increased need for support during times of transition or a significant change in their vision, particularly to learn strategies to adapt to changing function.  During periods of stable function, they could largely rely on resources such as computer software and other technology to lead an ordinary life.  

· Participants discussed the amount of time spent “doing things” whether at work or at home, and generally agreed that “things just take longer”.  Inefficient support or lack of access to suitable technology might contribute to this.  Using support to achieve faster outcomes was sometimes described as a matter of freeing up a person’s time for other activities.  

· The differences between the budgets of those with moderate and high needs were largely related to the differences between having a progressive loss of vision and being blind.  For people who are blind, the costs associated with disability increase considerably because of more hours of support needed for activities of daily living, reliance on taxis for transport, and greater use of technology for accessing information.

Hearing Impairment

· The total weekly costs for the moderate needs and high needs hearing impairment budgets were $204 and $761 respectively.
· Unlike the other impairment-based budgets, the resource needs identified by people with high needs (or Deaf people) and those with moderate needs are almost mutually exclusive.   

· The budget for people with moderate needs consisted primarily of technology to “amplify the world” and make it more accessible, and included items such as hearing aids and personal hearing loops.

· The type of resources required by high needs/Deaf people are significantly different that those in the moderate needs budget.  Rather than technology to amplify the world around them, New Zealand Sign Language interpreters were identified as the key resource needed to engage with the non-Deaf world.  Equipment largely consists of technology such as computer software, broadband internet access, printing telephones and associated consumables like batteries.  The increased cost of having human support across all areas of life is the primary reason for the significant increase in weekly costs associated with being disabled.

· Participants noted that someone with a progressive hearing loss who is likely to eventually become deaf may find themselves trapped between the two distinct communities of the hard of hearing and those who are culturally Deaf and use New Zealand Sign Language to communicate.  Such people will often require considerable support to transition from one community to the other.  

· A high needs/Deaf person can carry out many activities of daily living (shopping, meal preparation, participation, etc) without support, so the budget does not include any credits of time from having support staff complete these activities on their behalf.  The extra time associated with having a hearing impairment is minimal in this case and represents peer support or life coaching sessions.

· Hearing impaired people can use standard public transport or private vehicles to access the wider community so their transport costs are very close to those of non-disabled people.

· The increase in cost between the moderate needs group and the high needs group represents the increased need for costly technology to access information and support and human support to facilitate participation. 
Intellectual Impairment
· The total weekly costs for the moderate needs and high needs intellectual impairment budgets were $578 and $2,568 respectively.

· All the feedback forum participants lived in some form of supported living accommodation, and the needs and resources they identified were influenced by their personal experience of that environment.
· The biggest influence on the difference in cost between moderate needs and high needs budgets is the level of human support required for activities of daily living and participation in the community.
· Participants reported that essential resources for someone with moderate needs are the safety and security of a supported living environment and personal support tailored to individual needs.  Support people were the most essential resource identified, assisting with activities of daily living and promoting independence, alongside a “buddy” system to support involvement in new social networks and participation in the community.  
· For those with high needs, support hours increase exponentially because a variety of different support people are responsible for different aspects of daily living as well as fulfilling critical roles in enabling opportunities for participation in society.  Participants identified that support person time may be an essential resource in every aspect of daily living.  This may include a fairly constant level of support across all aspects of a person’s life including overnight support.
· In some cases the support person acts as an interpreter by assisting other people’s understanding to enable better communication.

· The biggest influence on the difference in cost between moderate and high needs budgets is the level of human support required for activities of daily living and participation in the community.  A volunteer to act as a friend or ‘buddy’ was added to both budgets to ensure people with intellectual impairment have one-to-one support to access recreational activities they personally enjoy, regardless of the interests of the group of people they live with, on a regular basis.  In addition to having a ‘buddy’, both budgets include a modified mobile phone with large buttons to ensure security when out in the community and easy access to support and information.  

· Life coaching, career planning and future planning is included in both budgets to ensure people with intellectual impairment have the opportunity to explore their options for making a meaningful contribution with their time and talents.  

· The moderate needs group largely depended on public transport and private vehicles to access the community, whereas the high needs group relied on taxis.
· The bulk of the total weekly budget for someone with either a moderate needs or a high needs intellectual impairment is allocated for support person time (98% and 88% respectively).
Mental Health Impairment

· The total weekly costs for the moderate needs and high needs mental health impairment budgets were $714 and $2,413 respectively.

· Mental illness is typically intermittent and episodic in nature, and a person will experience periods of low, moderate and high needs associated with their mental health impairment.  When a person is well, they may have few identifiable needs.  The wide range in cost reflects the fluctuation in needs between periods of wellness and illness.  When a person is well and has relatively low needs, the associated cost may best be represented by the extra time taken to get things done, while most other resource needs are similar to those of non-disabled people.  People with moderate needs would generally remain responsible for their own personal care and household activities and would not require any human support.  However, participants noted that for a number of reasons, things take longer to accomplish, do not get done at all, or might not be done to the usual standard.

· When a person has an episode of mental illness, the resource needs required to remain in the community can escalate to 24 hours per day, seven days per week support.  A person with high needs may be encouraged and supported to be as independent as possible, but ensuring their safety and security may require a high level of support hours.  

· As with the budgets for people with other types of impairment, human support may assist with socialising and participation as well as activities of daily living.  The discussions suggest that people with high needs will require support from health professionals as well as other community based support (support worker, peer support, buddy system) to participate fully in society.  Therefore, the budgets include full time support.  In practice, the support might be split or shared between health professionals and other support people.  The goals of providing non-health support (participating in society) might differ from the goals of health professionals, or they might overlap.  Both types of support are essential for the person to live an ordinary life.

· The scope of the research excludes the costs of medication, but participants discussed the effects of medication on their health and functioning.  Participants commented about the impact of “side effects” of medication, including weight gain and lethargy and the additional costs associated with accessing support to address these.  Some medication effects such as sleepiness and impotence may not have resource implications, but coping with them can have an impact on a person’s ability to lead an ordinary life, including relationships and employment.

· Finding and maintaining meaningful occupation is one of the biggest challenges for someone with mental health impairment.  Participants raised issues about loss of confidence in their ability to work, the impact of periods of mental illness on sustaining long term occupation, and the negative perceptions employers may have about the potential job performance  of people with mental health impairment.  

· Support for people with mental health impairment tends to come partly from health professionals, and partly from peers who help maintain routines.  Disability support needs are therefore largely informal or are included as part of specialist mental health services (which are  beyond the scope of this research).  This might include care-related resources such as pharmaceuticals, as well as psychology or psychiatry services.  However, accessing these services (including peer support) requires additional time and transport to get to appointments and meetings and these items are therefore included in the budgets.

1.6.5 Other Factors Impacting on Need and Costs

Type of impairment is only one factor that affects costs for disabled people.  While the scope of this research has meant a focus largely on the impact of impairment type, it has always been clear that impairment is neither the most important determinant nor the only determinant of need.  
The research team and reference group recognised that many factors can result in people with similar levels of impairment having different needs.  While age, geographic location and ethnicity also have an impact on the needs of non-disabled people, their interaction with impairment and other factors produce unique resource considerations.  The impact of age, geographic location and ethnicity were explored further in the second wave of feedback forums, but were not incorporated into the budgets themselves.  

Age

People’s needs change as they get older and move through different life stages. Age therefore has a significant impact on the needs of disabled people and the resources they require to achieve an ordinary life.  In this study we have focused on the needs of people at either end of the age range within the scope of the research (i.e. 18-64 years). Obviously there will be additional issues to consider for people outside of this age range. Two feedback forums were held to investigate specific age-related issues for the older and younger age groups. 
For a young person (defined in this study as aged 18-24 years), support is required to negotiate the major life change of leaving the family home and becoming an adult living independently in the community.  Support people are required to explore the available options, to assist in the development of additional life skills, further education or independent living and, in some cases, to develop new social networks.  

For people aging with impairment (in this study, those aged 45-64 years), the networks of support to which they have grown accustomed may change, posing questions about who will provide support in the future.  The answers to these questions may have implications, not only on where and how people live, but also for their vocational and financial security.  Spouses or family members who may have provided informal support for a number of years may also be aging and unable to provide the same kind of support they have in the past.  Similarly, income from employment or benefit payments may no longer be available, or may lessen with retirement.

Geographic location

Geographic location was explored in two feedback forums held in Northland and Dunedin.  Discussion highlighted two issues in particular: limitations of public transport, and of living in a smaller community where everyone knows everyone else.  A privately owned vehicle might be the only way in some rural or provincial locations to access essential services and resources.  Accessibility of the built environment in some locations was also lower, reducing people’s options for moving around their neighbourhood or town centre.  In smaller communities, issues of confidentiality and stigma associated with being disabled were perceived to be more pertinent.  In terms of implications for the budgets, because some disabled people require consistently warmer environments, heating and other costs can be significant in colder climates.

Being Maori
Being Maori brings a different perspective to considerations of disability.  Social model concepts can be inconsistent with holistic Maori frameworks for understanding people and their wellbeing, and there are often no equivalent words in Te Reo.  Core concepts like independence and manaakitanga may conflict.  Historic trends like institutionalisation separated some disabled Maori from their whanau and their culture, and communication barriers may hinder their learning of Te Reo.  The impact of colonisation adds complexity.
The project’s Maori/rural feedback forum and key informant interviews highlighted how being disabled affects a person’s ability to participate fully in their culture.  Additional time spent planning ahead and negotiating with support people and community leaders was seen as essential to access cultural communities and events in an appropriate manner.  In some instances the most convenient form of support (eg: a guide dog) might need to be replaced (eg: by a support person) in order to access cultural events or venues.  Some venues brought clashes between access factors and cultural ones, such as having to enter a Tupuna Whare through a wheelchair-accessible rear or side entrance rather than the outstretched arms of the (inaccessible) front entrance.  Deaf Maori noted the impact of a dramatic lack of trilingual Sign Language/Te Reo interpreters, and issues with their use during some cultural activities.
Human support may be provided more by whanau members, particularly where public services are not seen as responsive to cultural needs.  
Other key factors

A variety of factors in a person’s circumstances will interact with impairment and experience of disability to affect their level of need.  Many of these factors arose in the discussions.  While this research was not designed to identify a comprehensive list of factors that determine cost and could only examine a few in more depth, others worth noting include: 

· Family status (ie: whether a person is married, has a partner, is divorced, has children, grandchildren, or extended family involved or not involved in their daily lives) emerged as a key factor in how successful a disabled person might be in achieving an ordinary standard of living.  
· The length of time a person has had an impairment is another important factor affecting their ability to live an ordinary life.  The longer someone has experienced disability, the more resourceful they may become in negotiating the system of benefits and support to meet their changing needs.  However, the earlier in their life disability was experienced, the less likely it is that they will have developed the same level of skills, resources, networks and assets as their non-disabled peers.
· The original cause of impairment, whether through birth, accident, illness or aging, is certainly one of the most contentious of all the determinants of need and costs.  Although funding of needs is beyond the scope of this project, participants raised well-publicised current inequities between those who acquired an impairment through accident and were primarily provided support by ACC and those who were born with their impairment or acquired one through illness and were primarily provided support by the Ministries of Health and Social Development.  The research team notes that this issue is addressed by the current multi-agency review of long-term disability supports led by the Office for Disability Issues.
· Multiple impairments create unique problems requiring resourcing levels which cannot be calculated by simply summing across budgets.  

Exploring the additional resources associated with these factors was beyond the scope of the current study, but could be usefully explored in future research.  

Common Themes Across Budgets

As part of the process of validating budget items with the feedback forum participants, many of the common environmental and social (attitudinal) barriers that disabled people face in their daily lives were also identified.  It is useful to consider the resources and the types of barriers discussed across all the budgets.

Human support

The single most important resource identified in this research to minimise the impact on disabled people of the disabling society in which we live may be human support.  Even more important than the availability of support is the quality of the working relationship between the person needing support and those providing it, to maximise its effectiveness in contributing to an ordinary standard of living.  
The scope of human support that emerged from this research was wide and varied.  For a blind person, support may function to orient him or her to a new environment.  Another role is to help individuals interact with others, particularly for people who are Deaf or intellectually impaired.  For a person with an intellectual impairment, it may be a buddy to improve access to new social networks.  A Deaf person may need support in the form of a New Zealand Sign Language interpreter.  Support may range from these specific areas to more routine activities of daily life such as preparing meals, getting the shopping done and cleaning the house.  Finally, the support role may be more in the realm of personal support, ranging from intimate support, (eg: bathing and dressing), to ‘buddy’ support, which may fill a gap in friendship and emotional support needs.  Whatever the role of a support person, it must be significantly informed by the disabled person whose individual needs the support is intended to meet.  

The roles themselves not only vary with the specific needs of disabled people, but also in the degree and duration of support that is provided.  Achieving the right balance is critical to ensuring that autonomy (the chosen balance of independence and interdependence) is maintained.  Support seldom if ever needs to take over full responsibility from the disabled person, and it is rare for it to extend to 24 hours a day or seven days per week.  This research concludes that a support person should act in a capacity that complements the specific needs of the disabled person for whom they work.  

In particular, most support people currently work to schedules set by the agencies that coordinate and fund them, when they would be better set by the disabled people themselves.  Although the expectation is not for lengthy continuous support, the support needs of a disabled person are not limited to conventional working hours, and so it is clear that the hours that support people work can not sensibly be limited to those hours.  An ordinary life, even at its most frugal, is 24x7 and includes evenings and weekends.

Transport

Another common area of need across many aspects of an ordinary life is transport.  Transport needs reflect a shortage of available options for individuals who cannot drive their own vehicle.  Trains, buses and ferries are options for some disabled people, but others report needing the door-to-door service provided by taxis or the specialised capabilities of mobility taxis (defined in this report as vans equipped with wheelchair hoists).  Some people who use manual wheelchairs are able to use any taxi, but those with powered wheelchairs rely on hoist vans.  Complex routes requiring many transfers can also be a barrier for some disabled people, including those with sensory and intellectual impairments.

Disabled people who use taxis because other forms of public transport are not an option can use the Total Mobility subsidy scheme jointly administered by Regional Councils and Land Transport New Zealand.  The scheme subsidises transport operators, particularly to install wheelchair hoists in mobility taxis.  Disabled passengers use vouchers or swipe cards to receive a subsidy for a trip in any taxi, with subsidy levels and criteria differing in each region.  

Research participants who used mobility taxis identified significant issues associated with accessing this mode of transport. The additional cost of taxis is an issue, but mobility taxis were reported to have the added disadvantage of being either unavailable or unreliable.  Participants reported that not having their only transport option available when needed (or even having the operators provide a reliable pick-up time) was a major source of frustration.  This added significant time to travel, represented as both an opportunity cost to the individual and additional time for the support person.  Although in some cases the support person might be able to perform other tasks, in many other cases both the support person and the individual were noted to waste time and resource simply waiting because of the uncertain arrival time.  
It should be noted that the issue with waiting times and the cost of delays were reported by participants from the Auckland region and do not necessarily mean that the issue applies equally (or at all) in other regions.

Technology 

Another noteworthy category of items is the technology needed to access information and participate in society.  Because of the barriers facing many disabled people in accessing services and events, there is a great reliance on alternative modes of communication and interaction.  While computers, specialised software, mobile phones and other communication technology may not be seen as essential for non-disabled people, they were universally recognised as essential by forum participants, because the alternative is to be completely denied the information to which it gives access.

Life transitions

A significant issue common in all feedback forums was the challenges that arise during times of life transition.  Transitioning from one state to another – be it a change in impairment, living situation or relationship – tends to have a greater impact on disabled people than on their non-disabled counterparts.  Transition is demanding for anyone, but the complex interactions of change with impairment and disability add extra demands.  Such transitions may raise the need for new resources which the disabled person may not be aware exist.  Support they formerly had may no longer be available, sufficient or appropriate.  Times of transition are likely to require additional resources (and relevant knowledge to identify and access those resources).  

The issue of life transition is particularly pertinent to people with mental health issues.  People with mental health issues can shift from a state of having no special resource needs (ie: being similar to non-disabled people) to having moderate or high needs at various times.  The cyclical nature of the impairment creates particular challenges in identifying and accessing the needed resources, especially when many services are set up assuming stable needs and arrangements.  

The discussion from other feedback forums suggests that approaches used to provide services to people with mental health issues might be adapted to assist those with other types of impairments during times of transition or experiencing intermittent need.  

Time trade offs

The reality for many disabled people is that life is a series of carefully managed trade-offs between time, energy/effort and available support.  For example, rather than struggling for three hours to cook a meal in an unmodified kitchen, or spending so much energy vacuuming that none is left for other activities, a disabled person might choose to have someone else cook the meal and tidy up afterwards.  Making this decision about how time is spent may be the only way those same three hours and personal energy can be spent doing something of greater value like participating in the community or working to earn money and contribute to the economy.

For disabled people, unlike many people in the general population, the modern commodity of convenience is not always available.  In particular, given the scarcity of specialist mobility taxis reported by project participants, disabled people for whom they are the only transport option will often be forced to wait one to two hours for a mobility taxi to arrive, and must plan trips to avoid peak times when school runs tie up the whole mobility taxi fleet.  Not having the same number of options as non-disabled people limits disabled people’s opportunities for economic, educational and social participation and contribution.

The budgets for people with high needs and intellectual, mental health and physical impairment, assume that most activities of daily living are done entirely by support people.  This would ostensibly create many hours of spare time in the week for disabled people to put their efforts into an activity that has more value to them.  However, the key factor limiting return on investment and value creation are the barriers to meaningful occupation (paid or unpaid, vocational or social) that disabled people face, including stigma and discrimination.

1.6.6 Future Considerations

Getting answers to the questions “Where am I going and how do I get there?” was a frequently raised need, but for which there was often not a clearly-identified relevant resource.  For some people, this need was particularly pertinent during periods of life transition, such as changes in impairment status relationships or living arrangements.  Many participants noted the hardship they faced in daily life negotiating their way around a complex system of available benefits, support networks and services.  For others, help was needed at various times to identify the options and pathways to achieving a meaningful life.  

Participants spoke of solutions in terms of “counselling” and “life coaching”, but their emphasis was different than the one non-disabled people might place on such services.  Rather than only addressing opportunities for personal development, disabled people seek support to tackle the persistent external barriers they encounter in daily living.  That support needs to be provided by a competent professional who understands the nature of disablement caused by society and who knows the resource options that exist and how to access them efficiently and effectively.  
The advice and guidance provided by what might be more accurately termed a “navigator” would be beyond the information typically provided by medical professionals or needs assessors (just as a traditional life coach or therapist might augment advice from a GP or specialist).  It would encompass the totality of what is needed to fully participate in and contribute to the community and to live a meaningful life.  

One area where this is particularly important is ‘meaningful occupation.’  For some disabled people, meaningful occupation might mean formal employment, and relevant guidance might include working with employers to overcome discrimination in the workplace (a major theme in the  feedback forums).  Formal employment might not be the right option for other disabled people, and meaningful occupation might accordingly focus on community participation or volunteer work.  Disabled people defining what meaningful occupation means to them and identifying ways of developing opportunities within new and existing occupational environments could be a focus for future research.  
Introduction

In early 2005, the Ministry of Social Development (MSD) and the Health Research Council (HRC) provide the funding for a project that would estimate the cost of disability in New Zealand to  a team led by the Disability Resource Centre Auckland, Inc (DRC).  The project was a collaborative effort between disabled people, DRC and the Centre for Health Services Research and Policy (CHSRP) at the University of Auckland.  
The aim of the Cost of Disability Research Project was to identify the extra costs associated with the additional resources that disabled people require to achieve an appropriate standard of living.  The research focused on adults of working age living in the community in New Zealand.  As with similar studies, the research identified the additional resources required to equate the standard of living of a disabled person with the ordinary standard of living he or she would have realised without the impairment (Indecon, 2004).  The goal cannot be to equate the quality of life, since this is likely to be influenced by a number of factors that can not be influenced by additional resources.  However, it does suggest examining the additional resources needed to reduce the gap between the realised and potential standard of living for a given level of income.  

As described further below, the goal of the methodology was to develop consensual budget standards that were acceptable to the disabled community and other stakeholders, while being based in a rigorous costing framework.  As with previous research (eg: Large 1991), these resources include impairment related capital costs, enhanced capital costs, additional revenue expenditures and enhanced revenue expenditures.  

Budget standards were created by the research team with input from a Reference Group consisting of members of the disabled community.  Budgets were validated using a series of ‘feedback forums’ consisting of members of the disabled community.  To provide a standard for comparison, the results from the feedback forums were compared with information regarding activities of non-disabled people, including budget standards for non-disabled communities in Australia (Saunders et al 1998) and time use studies from New Zealand (Statistics New Zealand 2001).  The project team and reference group used the feedback from the forums to finalise the budget standards.   
1.7 A Modern Understanding of Disability

The term “cost of disability” has many meanings and implications throughout the disability discourse.  In New Zealand the very concept of disability is still contested, with influences from the United Kingdom and the United States resulting in an emerging, pragmatic local framework that combines notions of human rights, discrimination and equal opportunity with “social model” understandings of disability as a social process that is an interaction between individuals and the environments we share.  

This approach is reflected throughout the New Zealand Disability Strategy (Minister of Disability Issues, 2001) and in the New Zealand-influenced United Nations Convention on the Rights of Persons With Disabilities (2006).  
The Convention’s Preamble says:

“…disability results from the interaction between persons with impairments and attitudinal and environmental barriers that hinders their full and effective participation in society on an equal basis with others.”

The New Zealand Disability Strategy puts it like this:

“Disability is the process which happens when one group of people create barriers by designing a world only for their way of living, taking no account of the impairments other people have.

“Our society is built in a way that assumes that we can all move quickly from one side of the road to the other; that we can all see signs, read directions, hear announcements, reach buttons, have the strength to open heavy doors and have stable moods and perceptions.”

In the context of this research, the costs of disability refer to the additional costs associated with needs related to a person’s impairment and associated experience of disability, including the opportunity and associated costs arising due to the barriers society creates for people with impairments.  

1.8 Applying a Budget Standards Methodology

Previous international studies have examined the costs associated with disability and impairment using a variety of methodologies, including surveys, expenditure diaries, and standard of living approaches.  To date, no single method has been identified as the ‘gold standard’.  Each methodology has its advantages and disadvantages, and the appropriate methodology for any particular study will depend upon the research question.  

Researchers in the United Kingdom (Smith et al 2004) recently used the Budget Standards approach to estimate the additional costs for disabled people.  A Budget Standards methodology involves defining the goods, services and activities required for a given household to achieve a certain standard of living.  It has the advantage of yielding robust estimates of the resources required by disabled people to achieve an adequate standard of living through a methodology that overcomes known limitations in official datasets and difficulties with divergent criteria for defining need and eligibility for resources.  One of the methodology’s strengths is that it provides a transparent process to estimate what resources are needed to achieve a set standard of living, without relying solely on assessments of those resources that disabled people have previously been able to obtain or can remember (which tends to happen with other methodologies like expenditure diaries).   The methodology draws on a consensus of those with experience of disability, and is therefore more likely to produce results that are acceptable to the disabled community
The current study uses a Budget Standards methodology to examine the additional cost of disability in New Zealand.  To understand the methodological choices governing the current study (including the reason for choosing the Budget Standards approach), it is useful to describe the challenges facing the research team in conducting the research in the current context.  

1.9  Defining the Scope of the Study

The first challenge of any project lies in defining its scope.  As Large (1991) points out, discussions of the ‘additional cost of disability’ must distinguish between two financial aspects: the lost income associated with having an impairment and the additional resources required because of the impairment or disability.  For instance, a person who could only work 10 hours a week would have a lower income than if she or he could work 40 hours a week.  This difference of 30 hours is foregone income.  However, requiring a modified self-drive van to get to work would be an additional cost because it requires an additional resource (specialised van) not needed by a non-disabled worker who can use a non-modified vehicle or even public transport that in New Zealand  is currently likely to be inaccessible to disabled people.  This is then an additional resource required because of disability.  

These two aspects are evident in the economic literature.  Although the income related and household related implications of the impairment are considered together, the distinction between them is important because methodologies appropriate for addressing one question (labour market implications) may not be appropriate for addressing the other (constraints on daily living).  

This research can be viewed as a study of the individualised cost of disability incurred in the community.  The focus in this study is on the additional resources associated with disability that are needed to achieve an ordinary standard of living during daily life.  
Disabled people have expectations about outcomes in many areas of life.  However, in some domains like education, employment and healthcare disabled people are often unable to report all the detail of the individual resources and costs involved and the range of complex potential interventions that could reduce barriers, particularly where the person is not involved in funding the services themselves.  The scope of this research therefore excludes resources in those areas.  It includes resources associated with access to those domains (eg: transport or communication support), but not with access through them or provision of services within them.
Figure 2.  Scope of research includes access to other areas of life
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Finally, the demographic scope of the research had to be determined.  Any research project faces choices about focusing on some groups of people to allow a sufficiently robust result to be achieved within limited resources and time.  

For instance, the UK research by Smith et al considered costs of disability only for people with physical and sensory impairment.  That study therefore excluded a wide range of disabled people, including people with intellectual impairments, mental health impairments, children with impairments, parents with impairments, the elderly, people with chronic diseases, people living in institutions, and people with multiple impairments.  

The decision was made to include a broader range of impairment types, but to balance that by excluding some other population groupings.  

The current study focused on the following populations:

· Adults of working age (18 to 64), and
· with physical, hearing, vision, intellectual or mental health impairments, and
· living in the community (rather than in a residential institution), and
· without multiple impairments, and
· without dependents.

Discussion during the project was expected to reveal similarities across groupings.  However, for instance disabled children are bound to have different needs and aspirations than disabled adults who will in turn differ from disabled seniors.  Because the corresponding resources required to achieve a standard of living appropriate for each group were also likely to differ, examining the groups simultaneously would risk blurring their distinctiveness and misrepresenting their actual needs.  

Defining the scope of the project is one of the key challenges facing all previous research in this area.  The methodology was chosen to allow the project team to form robust estimates of the additional cost of disability and to validate these findings with the disabled community.  

1.10 Engaging the Disabled Community

The second aspect influencing the choice of Budget Standards as the methodology was the need to engage the disabled community in the research.  The initial request for proposals issued by the Health Research Council specified that the project needed to actively involve disabled people and engage the disabled community.  From a practical angle, the requirement was sound as it would be difficult (if not impossible) to accurately identify the additional costs of disability without the active support of the disabled community who experience those costs.  

But the requirement was also principled.  The disabled community has often objected to research being conducted without their genuine involvement or consultation.  One of the important goals of the research was to reflect and honour the views of members of the disabled community who were generous enough to participate in our research.  

The research team accordingly included input from the disabled community at various levels of the project.  The research team included expert disabled strategic advisors throughout the project.  A diverse Reference Group was also established, consisting of expert members and leaders of the disabled community.  The Reference Group was involved in key decisions at each point of the research, including the design of feedback forums, development of the initial budget standards, recruitment of members of the disabled community and interpretation of the results.  Because they were involved in each stage of the research, the Reference Group could credibly inform the expectations of the disabled community about the research, and vice versa.  The research team found it needed to remain open to altering aspects of the methodology to ensure it met the needs of the disabled community.

1.11 Integrating Disability and Budget Standards Approaches

The ultimate aim of the research was to integrate a social model of disability with a robust economic approach to costing in order to identify the additional costs for disabled people as a result of their impairment in a disabling environment.

A core theoretical challenge facing the research team was how to integrate a modern model of disability with a robust costing model.  Much previous research has been built around a limited and medicalised understanding of disability, or without the economic rigour required for this project.

Creating budget standards for disabled people is very similar to creating budgets for non-disabled people.  Lists of resources or goods and services required to enable a person to achieve and maintain a given standard of living have been developed for various areas of living such as housing, food, clothing, household goods and services, personal care, transport, leisure and access to employment.  These categories are fairly universal and apply to most people whether or not they have an impairment.  

However, disability is not just an individual experience.  It is a complex social process involving society’s varied collective and structural responses to impairment.  Modelling all the potential interactions between a disabled person and society and extracting cost implications is a difficult task.  The research team spent a lot of time discussing disability and how its experience might influence the choices made and opportunities available for resources in daily life.  The choice was made to focus largely on individualised costs, which also reflected the tone of discussion by research participants.  There is scope for future research using more sophisticated models that take more account of the non-individualised aspects of disability.

The costing model emerging from the research does reflect the impact of discrimination on the disabled community in two categories of additional resources.  

First, there are those resources that arise because environments create barriers for people with impairments.  It simply costs more to work around those barriers.  Disabled people often need additional resources not required by non-disabled people – and which would not be necessary at all if environments were designed to meet everyone’s needs.  

A second category of additional resources is the opportunity cost of having an impairment.  This is primarily reflected in the additional time required by disabled people to accomplish many of the same tasks as non-disabled people, often due to restricted levels of energy and having those extra barriers to contend with.  For instance, disabled people report requiring significantly more time to perform basic chores like cleaning, cooking and shopping.  That extra time reduces the opportunity for other things like formal employment, recreation or civic participation.  In this project, the opportunity cost is priced at the comparable market rate for that activity (reflecting the resources that would be required for another person to perform the task).  

Participants reported that the primary source of additional/lost time was the failure of providers to provide as prompt and timely service as that available to non-disabled people.  For instance, disabled people can spend hours waiting for specialised resources like mobility taxis.  Including the opportunity cost (from the additional time spent on activities) is a way in which the costing model reflects the ideals of the social model of disability.

Not included in the costing model are the long run implications of these lost opportunities.  One of the implications of having to spend additional time to perform activities of daily living or to get around in the community might be that disabled people have less time to devote to activities that require significant and potentially inflexible time commitments (such as formal education or full time employment).  Over time disabled people are therefore more likely to miss out on the outcomes that those forgone opportunities enable, such as forging a high-paid career or accumulating assets such as a house.  While the cost model described below incorporates the value of the lost time (priced at the market rate for that activity), it does not reflect the lost opportunities from not having as much time overall (such as may be required to obtain formal employment).  Assessing this impact would require a different methodology than the Budget Standards approach.  

Also not included in this costing model are the lost opportunities resulting from being actively discriminated against in society.  The result of such discrimination might include lower educational achievement, fewer opportunities for formal employment and reduced opportunities for advancement or promotion.  Previous economic studies have attempted to identify the impact of discrimination on the workforce (primarily racial discrimination) by comparing the wages differential.  Identifying the impact of active discrimination is beyond the scope of the Budget Standards methodology.
 Methodology

The Budget Standards approach provides a transparent process of identifying the goods, services and activities seen as required to achieve a suitable standard of living for disabled people.  In order to meet the objectives of the research (including acceptability to the disabled community), it was necessary to adapt the process used in previous studies (most notably the study by Smith et al 2004).  As described in an earlier report during the project, developing robust Budget Standards for identifying the additional cost of disability requires the following steps: 

· Identifying a comparison standard of living.

· Constructing draft budget standards.

· Validating budget standards with members of the disabled community.

· Constructing final budgets by comparing the resource use of disabled and non-disabled people.

To ensure the research was acceptable and met the needs of the disabled community, the research team worked closely with a Reference Group consisting of members of the disabled community.  These experts were specifically chosen by the research team because they had both representation in the community and knowledge of the wider context in which policy decisions regarding disability are determined.  

The research team also collaborated in a Working Group with the funders to provide a forum for identifying and addressing methodological challenges and ensuring relevance.

1.12 Phase 1: Developing Budget Standards with the Reference Group

1.12.1 Define an Appropriate Standard of Living for Disabled New Zealanders

The Reference Group members worked with the research team to define an appropriate standard of living for disabled people in New Zealand.  The group referred to the study of Disabled peoples’ cost of living (Smith et al 2004) in the UK, and decided to start with its definition of a ‘minimum essential’ standard of living for disabled people.  That standard is described as:

“sufficient resources to enable disabled people to be on a ‘level playing field,’ as far as possible, with non-disabled people.” (Smith et al 2004).  

However, the group did not support using the term “minimum essential,” as the Smith et al 2004 study did, to describe this standard of living because they felt it might be interpreted as representing a minimum or low cost standard.  After some discussion the team recommended that the term ‘ordinary’ be used instead of ‘minimum essential’ to describe the appropriate standard of living.  The term ‘ordinary’ has become widely used in the disability discourse in New Zealand and is most well known from its use in the document To Have An ‘Ordinary’ Life which was published by the National Health Committee in 2003.  According to that report, the use of the term ‘ordinary’:

“recognises that all people, whatever their level of impairment, have the same fundamental human needs and expectations.  These include having their lives taken seriously, being able to give and receive love, having enduring personal relationships, having their cultural values respected, being given opportunities to grow, learn and develop throughout life, and being valued by others for what they have to offer.  It is also expected that all people will be accorded the ‘ordinary’ opportunities of access to goods and services, including housing, income, health services, education and community life.” (NHC 2003).

1.12.2 Determine the Types of Households To Be Considered

Consistent with the Budget Standards methodology developed by Smith et al (2004), the research team worked with the Reference Group to develop the initial draft budget standards.  As part of that, a number of options were explored to identify the most appropriate way to construct the households.  After much discussion, it was decided that household budgets would be developed for individuals living in the community:

· For each of the five impairment types considered in the study (physical, vision, hearing, intellectual and mental health); and

· For two levels of ‘need’ (high and moderate), where “high need” represents a person with moderate to high needs and “moderate need” represents a person with low to moderate needs so that the two budgets together illustrate a range of needs and costs for each impairment type.  

Like Smith et al (2004), this research treats each disabled person as a household unit, so that informal support costs often transferred onto families or aggregated in institutional settings are revealed on an equal footing.  

During the discussions, the Reference Group also identified a number of factors likely to be important in determining “high need” or “moderate need” for each of the categories of impairment considered, including the person’s geographical setting (rural vs urban), age and ethnicity.  

“High need” does not necessarily equate to a high degree of impairment.  It results from the interaction of various factors (eg: family status, availability of informal support, age and education level), of which impairment is just one.  The research team presented the Reference Group with a number of options for representing “high” and “moderate” need and for incorporating these items into the community consultation.  The Reference Group recommended that a second wave of community consultation (feedback forums) should focus on some of the key factors other than impairment.  This second wave was incorporated into the research design.  

1.12.3 Developing the Initial Budget Standards

The research team and the Reference Group developed the initial draft budget standards by referring to the similar UK study (Smith et al 2004) and the Australian Budget Standards for non-disabled people (Saunders et al 1998).  

However, unlike those studies, the purpose of the present research was to identify the additional resources required.  That is, rather than identify all the resources that a disabled person might need to live in the community (as was done by Smith et al, 2004, for disabled people and by Saunders et al, 1998, for non-disabled people), the focus here was on identifying only those resources where there was a difference between disabled and non-disabled people.  The information from those studies did provide an initial guide to the types of resources that were common, and the areas where differences might be expected to arise.  

In summary, the initial budgets were estimated by the research team using the following procedure:

· Comparison of the Smith et al and Saunders et al budgets to identify areas of similarity and difference.

· Presentation of the draft budget standards to the Reference Group for their consideration.

· Meeting with the Reference Group to finalise items to include in the initial budgets.

· Making the draft budget standards available for discussion during feedback forums.

Use of Vignettes or ‘Personal Stories’

As was done in the UK study (Smith et al, 2004), the research team and the Reference Group created a number of ‘Personal Stories’ to be used as tools to prompt discussion during the community consultation, and to clarify factors thought to influence cost.  The ‘Personal Stories’ were vignettes that described an individual with a specific impairment and incorporated some factors identified by the Reference Group as likely to be significant in determining the degree of ‘need’ and expected costs.

The rationale for construction and use of these vignettes was twofold.  First, to ensure discussion by research participants acknowledged a range of factors that influence the costs experienced by disabled people .  The needs of a disabled person result from the interaction of numerous influential factors (their ‘circumstances’) such as ethnicity, age, gender, nature and type of impairment – not from impairment alone  The construction of vignettes ensured the discussions included a range of such factors.

Second, the research team and Reference Group recognised that the consultations might raise issues that were sensitive or difficult to discuss, or that people might dwell on specifics of their own personal experience that might not be as easily generalised.  It was felt that having participants focus on a vignette (albeit drawing upon their own experiences) would help focus the discussions on developing a consensus about the content of the budgets.  While there is much that could (and should) be said about the impact of having or not having the necessary resources, the focus was to identify the range of resources required and to have the participants adopt some sense of objectivity during the discussions.  

1.13 Feedback Forums for Community Consultation 

1.13.1 Recruitment 

Participants were recruited through advertisements distributed by the research team’s (particularly the Disability Resource Centre’s) network of service providers, formal and informal networks and local media.  Participants recruited through media channels contacted the research team directly.  Those contacted through other organisations indicated their interest to the host organisation.  The host organisation then passed the potential participant’s name to the research team.

Each potential participant was contacted by a trained professional from the Disability Resource Centre.  Screening was conducted to identify people with similar levels of need for each impairment category.  It was recognised by the project’s reference group and the research team that the degree of need would be related to but not necessarily identical with the degree of impairment.  For this reason, the reference group and research team choose to identify participants with a three step process: 

· Identify potential participants in broadly defined impairment categories.
· Administer general screening questions to ensure a diversity of backgrounds, life situations and current use of formal support.
· Implement a guided, self-assessed process to develop a categorisation of the individual’s level of need (‘moderate’ or ‘high’) that was agreed upon by the participant and the trained professional.  

The guided self-assessment procedure involved a trained professional from the Disability Resource Centre explaining the purpose of the study, the distinction between levels of need as developed by the research team and reference group, and then an assessment of the individual’s own level of need given this definition. 

Participants for the first wave of feedback forums were recruited primarily from the Northern X Region (from Northland to Bay of Plenty to Rotorua).  Participants for the second wave were recruited from this region as well as the South Island (Dunedin).  

The format and process of recruitment was developed in consultation with the Reference Group to ensure the advertisements and selection protocols were appropriate for the participants being recruited.

1.13.2 Organisation of Feedback Forums

As discussed above, the purpose of the feedback forums were to validate the initial budget standards developed by the research team and the Reference Group.  Two waves of feedback forum were planned.  The first wave focused on the budget standards for high-needs and moderate-needs individuals with each of the five impairment types (Table 2).  Thus, the first wave consisted of ten feedback forums.  All feedback forums in the first wave were held in the Auckland region.  

The second wave of the feedback forums was intended to explore in more depth a number of issues identified by the Reference Group as likely to be significant in determining the resources required to achieve a set standard of living.  

These included:

· Maori – Forum was held in Northland to explore issues of particular relevance to Maori with disabilities.  It also addressed issues concerning disabled people living in rural areas.  

· Residents of the South Island – Forum was held in the South Island to examine the importance of the location in New Zealand on resource needs.  This included the impact of a colder climate on disabled people.

· Young people in transition – Forum was held in Auckland to explore the issues involving young adults (age 18 to 24) in being disabled and transiting to adulthood.

· Older people – Forum was held in Auckland to explore the issues involving growing older and planning for retirement for disabled adults.

· Parents of adults with very high needs – Forum held in Auckland to include parent’s perceptions of their adult children’s needs and costs. This group discussed the issues and the resources required for people with high needs, particularly the needs of intellectually impaired adults.  

Table 2.  Overview of feedback forums
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The recruitment strategy proved very effective for all groups of participants except for those with mental health impairment.  Potential participants reported they were interested in taking part in the study, but were often reluctant to participate in a group session.  The research team was able to conduct one feedback forum with people with mental health impairment, and the participants discussed both the high and moderate needs budgets at that session.  However, in order to ensure a wider range of views were incorporated into the study, members of the research team also conducted eight individual interviews with people with mental health impairment.  The participants reported this being a more acceptable way to discuss the budget requirements of people in their situation.  

1.13.3 Facilitating the Forums

The feedback forums were facilitated by disabled advisors from the research team.  Participants were asked to consider the needs of the individual highlighted in the supplied “Personal Story” by reflecting on their own needs and the items they required to live an ordinary life.  The participants in the feedback forums then discussed the items, debated any items for which there was disagreement or controversy, and deleted those items they thought were not necessary.  

1.14 Analysing the Information From the Feedback Forums

1.14.1 Justifying Items to Include in Budget 

The feedback forums focused on the vignettes and the initial budget standards developed by the research team and Reference Group.  The discussions provided insight into the types of resources required by members of the disabled community.  But equally important, this process of debate and negotiation provided insight into the rationale for having the items included.  This information was seen as equally important since it identifies some of the key barriers and challenges faced by disabled people living in the community.

The analysis of the information from the feedback forums involved identifying the category or area of life that was being discussed, the rationale for including the resource, and then recording the amount of the resource identified as being required.  In some cases, the participants identified the specific amount of resource required (eg: 6 hours per week of a support worker to assist with light household activities).  In other cases, the participants might identify an item without specifying the amount of resources required (eg: need for home to be heated to a higher temperature).  And sometimes, the participants mentioned the need for an item without specific reference to what the item might be (eg: greater security around the home).  

The results from the feedback forum were analysed by the research team as follows:

· Members of the research team listened to the recorded transcripts and identified the budget items being discussed.

· The entire research team discussed the results by considering the initial budgets in relation to the Smith et al (2004) and Saunders et al (1998) budgets, and the information from the feedback forums.

· Members of the research team then reviewed all budgets to ensure internal consistency between the budgets.

Thus, the final budgets were informed by previous studies, the Reference Group and the discussions from the feedback forums.  

The categories used in the analysis were developed by the research team (see Table 3).  The choice of categories was designed to reflect the aspects of the individual’s life in the community, including:

· Activities of daily living – Activities necessary each day or week to enable the disabled person to perform the tasks required to live in the community.
· Food and clothing – Any specialised food or clothing required due to impairment.
· Health and well-being – Resources needed to maintain a healthy lifestyle.  Note that this does not include the cost of providing medical care but does include issues relating to access to healthcare services (eg: transport or support to get to a medical appointment).  Note also that this refers to only health care visits that are specifically due to impairment (eg: physiotherapy).  

· Housing – Any modifications needed to make the home accessible and safe.

· Information – Ability to communicate with the wider community and access information, including technology such as computers and cell phones.  

· Occupation – Resources needed to access the person’s occupation, whether formal or informal.  Note that this includes the resources required to allow the person to have access to an occupation but does not include any modifications in venues or practices to allow the disabled person to perform the specific task.  This may also include counselling or peer support to help the individual identify and maintain a suitable occupation.  

· Participation – Resources needed to allow participation in society, including socialising with friends, joining groups or clubs and recreation.  
Table 3.  Categories of resource use

	Category
	Includes resources related to:

	Activities of 

Daily Living
	· Light housework – Cleaning and daily housework.

· Heavy housework – Including gardening and spring cleaning.

· Meal preparation – Including cleaning up after meals.

· Household administration – Including managing finances.

· Personal care.   

· Shopping – Including weekly grocery shopping.

	Food and Clothing
	· Special Dietary Needs.

· Extra items of clothing or shoes.

· Increased washing/drying/dry cleaning of clothes.

	Health and Well Being
	· Accessing health care, alternative therapies, and maintaining fitness.

· Maintaining personal identity.

	Housing
	· Modifications.

· Maintenance.

· Utilities.

· Safety.

	Information
	· Accessing information.

· Understanding what support is available.

	Occupation
	· Employment and/or vocation – Accessing, attaining and maintaining employment or vocational work, getting promoted, getting professional development.

· Volunteer work – Accessing unpaid work. 

	Participation
	· Participating in society, including recreation and socialising with friends.

· Joining clubs, organisations.


1.14.2 Analysis of Additional Qualitative Information

Participants in the feedback forums were encouraged to discuss the resources required to live an ordinary life in the community.  However, the discussions often led the participants into other areas relevant to being a disabled person living in the community but outside the scope of the current methodology.  While these comments sometimes touched on topics that were beyond obvious consideration for the budgets, they were seen as significant and important since they highlighted areas of particular importance to the participants.  

In order to identify the themes emerging from these discussions, the transcripts were analysed by the research team using a grounded theory approach.  Grounded theory is an approach where:
“concepts, categories, and themes are identified and developed while the research is being conducted.  Concepts are the basic units of analysis.  These are then grouped and related to form more abstract categories.  Relationships between categories are then identified to develop….  ‘formal theory’.” (Liamputtong and Ezzy, 2005)
The resulting themes form the structure for reporting of results from the feedback forums in Chapter 4 below.
1.14.3 Calculating the Additional Cost of Disability 

Disabled people can require additional expenditure (relative to those required by non-disabled people) for three reasons:   

· Unique type of resource – The disabled person might require a resource that is not required by a non-disabled person.  For instance, a wheelchair might be required by someone with a physical impairment but would not be required by a non-disabled person.  

· Pay a higher price for a common resource – The disabled person might have to pay a higher price in order to get a specialised resource to suit their needs.  For example, both disabled and non-disabled people might need a can opener in the kitchen, but a disabled person might need an electric can opener which is more expensive.  

· Pay the same price but use more of a common resource – The disabled person may require more of a resource that is also used by non-disabled people.  For instance, both disabled and non-disabled people need to heat their homes, but some disabled people might require a warmer home due to their impairment and would have to pay higher utility costs for the resource.  

Identifying the additional cost of the resources for disabled people requires identifying the number of units (including hours for those activities involving support or the person’s own time) and the price or cost of each unit.  As shown in Table 4, the additional cost of the resource was the difference in expenditure (price x quantity) for disabled and non-disabled people on that item or activity.  For some items, such as wheelchairs, non-disabled people will not require any resources (B=0) whereas a disabled person might require one resource (A=1).  For other resources (such as an iron), disabled and non-disabled people may require the same number of resources (A = B = 1 iron), but the price paid by disabled person might be greater than the price paid by the non-disabled person ($A > $B).  And finally, there may be some resources (such as heating) where the price paid by disabled and non-disabled people is the same ($A = $B), but the quantities are different (A > B > 0).  

Table 4.  Identifying the additional cost of resources 

	Disabled Person
	Non-Disabled Person
	

	Hours or Number of units of item
	Price or cost


	Hours or Number of units of item
	Price or cost 


	Additional cost



	A
	$A
	B
	$B
	= A*$A – B*$B


Identifying the Additional Resources

For many resources, identifying the additional number of units required by disabled people was straightforward.  This was especially true for resources that were unique to disabled people (eg: wheelchair).  Because the item is not required by non-disabled people (B=0), the amount of the resource was identified during the study formed the basis for calculating the additional cost (=$A*A).  

Resources that were common but differed in quantity used (eg: A > B) required identifying the number of units of the item required by non-disabled people.  Decisions about the number of items needed by non-disabled  people were made by the research team using information from a number of sources, including the budget standards for non-disabled people in Australia (Saunders et al 1998), the NZ Household Economic Survey, and the published reports on average consumption of resources (eg: average energy costs) in New Zealand.  

One resource that deserves special attention is ‘time.’  For many tasks of daily living, the time needed to perform the task is the primary resource (eg: aside from a vacuum and a mop, the main resource needed to perform light housework is time).  The additional time represents an opportunity cost of being disabled since the time spent doing these activities is time that is not available for other activities.  However, when a task is performed on behalf of an individual, their time is freed up.  The time saved by having others perform the task must also be considered.

For example, consider an activity that is common to both disabled and non-disabled people.  Each performs the task himself or herself, but the disabled person needs more time (eg: personal care required to get ready for work in the morning).  The additional time required by the disabled person (A) relative to a non-disabled person (B) represents the opportunity cost of performing the task.  Thus, the net cost of the activity must consider the time both disabled and non-disabled people spend on the task (= A*$A – B*$B).
However, when a disabled person needs support for the task, the time freed up for the disabled person must be considered as well as the support worker’s time.  For instance, consider a task that a disabled person is unable to perform unaided due to impairment, requiring assistance by support workers (Table 5).  In this case, the actual time required to perform the task is performed by a support worker (A1 > 0, A2 = 0).  A non-disabled person would not need the support worker (B1 = 0) but might spend the equivalent amount of his or her own time performing the task (A1 = B2).  Thus, the net cost of supplying the task is the net difference ((A1*$A1 – B1*$B1) – (A2*$A2 – B2*$B2)).
Table 5.  Example of identifying the net resources associated with tasks that require time 

	
	 Disabled Person
	Non-Disabled Person
	

	
	Hours or Number of units of item
	Price or cost


	Hours or Number of units of item
	Price or cost 


	Additional cost



	Support person
	A1
	$A1
	B1
	$B1
	= A1*$A1 – B1*$B1

	Individual 
	A2
	$A2
	B2
	$B2
	= A2*$A2 – B2*$B2


The time spent by disabled people on the various activities was identified by the research team from information provided through the feedback forums, from the Smith et al (2004) study in the UK, through consultation with the Reference Group, and through expert opinion (including the personal experiences of disabled people on the research team).  The time spent by non-disabled people was taken primarily from the New Zealand Time Use Survey.  The survey “recorded the amount of time spent on different activities including paid work, volunteer work, household work, caring and leisure” (“Around the Clock,” Statistics NZ, 2001).  The estimates used in this report were identified from this 2001 report.  These estimates are shown in Table 6.  

Table 6.  Estimated time required by non-disabled people to perform activities
	Activity
	Hours per week

	Light Housework
	6

	Heavy Housework
	4

	Meal Preparation
	6

	Personal Care
	6

	Household Administration
	1

	Shopping
	4

	Participation
	2


New Zealand Time Use Survey 1998/1999

1.14.4 Assigning Unit Prices or Costs To Resources

The purpose of assigning values ($A and $B) to the resources (A and B) is to find values that reflect the competitive market prices for those activities.  For items that can be purchased from retail stores (eg: thermal socks), the price was obtained from major New Zealand retail stores (eg: Kathmandu).  The prices for speciality items for disabled people (eg: wheelchair) were obtained from a variety of sources (eg: Invacare Ltd).  The price reflects the amount that would be paid for that item by an individual consumer (as opposed to a bulk purchaser).  All prices were for 2006 in NZ dollars ($).  National prices were used when available.  For those items where there was regional variation, values from Auckland region were used.  

A value of $19.85 per hour was used as the price of an individual’s time.  This is the average hourly wage rate in New Zealand (Statistics New Zealand, 2005).  However, the opportunity cost of the time spent on an activity was valued using the lower of the cost of performing the activity or the value of the individual’s time.  For instance, the hourly rate for a support worker to assist with light housework is $19.50 per hour (domestic.co.nz, 2006).  A disabled person needing 6 hours of home support per week would have an expense of $117 (see Table 7).  A non-disabled person might perform the same task in 6 hours.  Even though the non-disabled person’s opportunity cost might be $19.85, the activity would still be priced at $19.50 since this is the cost that the individual would incur if he or she chose to hire someone to do the task for them.  That is, although the non-disabled person’s opportunity cost is $19.85, they are choosing to forgo the addition $.35 ($19.85 - $19.50) by performing the task themselves.  There can be various reasons for this decision, but using the price of the activity rather than the forgone wage means that the activity reflects the market price.  Thus, the net cost of the task is $0 ($117 - $117), although the difference arises because the disabled worker is paying a support person for their time whereas the non-disabled worker is forgoing earning income from other sources by doing the task.  

Table 7.  Example of identifying the net cost of performing an activity

	
	 Disabled Person 
	Non-Disabled Person
	

	
	Hours or Number of units of item
	Price or cost


	Hours or Number of units of item
	Price or cost 


	Additional cost



	Support person
	6
	$19.50
	0
	$19.50
	$117

	Individual 
	0
	$19.50
	6
	$19.50
	- $117


A thorough description of the assumptions used in calculating the prices and costs of items is shown in the full budgets in Appendix C.  However, there are significant assumptions regarding the prices worth noting:

Modes of Transport
Transport includes travel by private vehicle, travel by taxi, and travel by mobility taxi.

· Private Vehicle – Based on other research conducted by the research team, the average trip around the community was set at 20km.  Using the rate of 64 cents per kilometre for reimbursing mileage on the IRD web site (www.ird.govt.nz) the total cost of a 20 km trip was set at $12.40.

· Taxi – Using the same distance of 20km, the average price of a taxi (including flag fall charges) was calculated to be $31.60.

· Mobility taxi (wheelchair hoist van) – throughout the feedback forums, participants noted the extra expense of using mobility taxis because of the long waiting times – sometimes up to 2 to 3 hours.  To reflect the added cost of disabled people’s time when travelling by mobility taxi an hour of waiting time was added to each leg of the 20km fare of $31.60.  The price of each hour spent waiting was estimated at $19.85 per hour to reflect the average hourly wage in New Zealand (2004).  

Increased Electricity Consumption
Where increased electricity was included in the budgets, a 25% increase was assumed over the average electricity use as quoted in the 2002 HEEP report (BRANZ, 2002) which noted average usage was 10,500 kWh per year.  Mercury Energy's power prices were used to calculate a daily rate for non-disabled households at 202 kWh per day and a daily rate for a disabled person's household at 252.5 kWh per day (25% more than the average daily rate).  This equates to $5.64 per day for a non-disabled person's household and $6.83 per day for a disabled person's household.  Mercury Energy’s standard plan charges .742 cents per day plus a $.1688 cents per kWh.  See more detailed explanation of this calculation in Appendix B: Unit Costs.

1.14.5 Identifying the additional weekly cost of resources 

As in previous studies (eg: Smith et al 2004), the results presented the additional costs for disabled people living in the community as average weekly costs.  For some items, this requires representing the unit (A) as weekly rates (such as number of hours of home support per week).  Other items, such as equipment, have a lifespan of more than a week.  These must be converted to a weekly cost.  

The process for converting to a weekly cost is to represent the lifespan of the item in weeks, and then divide the net cost of an item by the lifespan of the item in weeks(replacement rate – weeks: Table 8).  For example, an individual who needs a microwave oven (A = 1) that costs $199 ($A = 199) and has a lifespan of 260 weeks (x = 260) would incur an average weekly cost of $.77 (199/260).  

Table 8.  Calculating the average weekly cost of an item

	Additional Cost
	Replacement rate -weeks
	Additional Weekly Cost

	= A*$A – B*$B
	x 
	 = (A*$A – B*$B)/x 


In the Results section that follows, the budgets are summarised into the following categories:

· Support – the sum of all the support time allocated across the various activities.  This might includes various types of support people in the household, support when travelling and interpreters for the hearing impaired.  

· Transport –  the sum of all transport costs excluding waiting times for mobility taxis.  Transport costs include mileage for people using privately owned vehicles or taxi fares for trips which are assumed to be an average distance of 20 kms.

· Equipment  – the sum of all resources required in daily living including mobility equipment, modifications, guide dogs, etc.
· Weekly cost (excluding time) – the cost per week is the sum of support time, transport and equipment costs per week.
· Time – the sum of all waiting time for mobility taxis and time spent doing activities such as meeting basic needs (personal care, etc), participating in the community or working with and without support people assisting.  
· Total weekly cost – the sum of the weekly costs of support time, transport, equipment and of a disabled person’s time spent doing activities of daily living, going to work and participating.

The detailed budgets are included in Appendix C.  
Results: Budget Standards and Summary of Discussion

This section presents the summaries of the budget standards and the themes emerging from the feedback forums.  Each of the ten sections - need level (Moderate or High) by type of impairment (physical, vision, hearing, intellectual or mental health) – begins with a summary of the vignette or Personal Story, summarises the themes emerging from that feedback forum, presents the implications of the themes for the budget standards, and provides a summary of the final budget standard.  Detailed budgets are shown in Appendix C.

1.15 Physical Impairment

1.15.1 The Feedback Forum Process 

Two feedback forums were held to explore the resource needs of people with a physical impairment.  One forum focused on people with moderate needs and the other on people with high needs.  Both forums had seven participants and were facilitated by two disabled researchers from the research team.  

Participants in the moderate needs forum were provided with a description of “Mereana”.
Mereana is a 30-year-old woman who has a progressive neuro-muscular condition which affects her mobility.  She experiences pain and fatigue on a daily basis.  Mereana is well qualified in a health profession and part-time employment is an important part of her life.  She also volunteers regularly for community projects.  Mereana rents a privately owned 3 bedroom house.  Her family live nearby but do not provide “hands on” support.

Participants in the high needs forum were provided with a description of “Jack”.

Jack is 57-years-old and single.  He has a progressive form of Muscular Dystrophy (adult-onset type).  Jack has recently had a major change of circumstances with the breakdown of a 12 year relationship.  He was living in a remote part of the country on a farm with his partner and has since had to move to the nearest rural town for accommodation.  Jack is now living alone in a 2 bedroom council owned flat.  As a young man, Jack was an automotive engineer and enjoyed art as a hobby.  He has four adult children and several grandchildren from his first marriage, but they live several hours away in the nearest major city.

The following sections break down the discussion points arising out of the feedback forums into five areas - support, housing modifications, time, transport, social barriers and issues about finances.  Each section summarises the discussion from the forums, and then translates that into specific resource requirements.  

This is mostly a straightforward process because the participants were reviewing previously constructed budgets and commenting on the items and the quantities of items, and what should be included, removed, or changed to ensure a disabled person could achieve an ordinary life.  In other instances, participants noted that a resource was necessary but that the frequency or quantity of resource required was not specified.  

For all of these items, input was sought from the project’s Strategic Advisors and Reference Group members for consensus and rationale.

1.15.2 General – Overcoming Barriers

Participants in both forums emphasised that someone with a physical impairment encounters a number of barriers to participation and to achieving an ordinary life in their daily living.  Some of these barriers arise from characteristics of the built environment (eg: stairs instead of lifts or ramps), and some from social attitudes towards disabled people.  Barriers in the built environment impact on every aspect of daily living, both inside the home and in the wider community.  

Some barriers may be reduced with appropriate equipment, interventions, and services.  Others like discrimination in access to services require solutions that are beyond the individual.  The participants in the feedback forums helped identify the major problems and the known solutions to overcome many of the barriers they encounter around their homes and in their communities.  

People with high needs report that meeting even the most basic needs in everyday life requires significant resources, modifications and effort.  The research team were not surprised that the participants in the high needs forum spoke little about the social impact of disability, but focused almost entirely on resources required to meet basic needs related to survival.

1.15.3 Activities of Daily Living – Support Person vs Equipment

Summary of discussions

For most activities of daily living around the home, a combination of specialised tools and support are required to get housework, personal care, meal preparation and shopping done.

The moderate needs group noted that their entire home environment may not need to be modified, except some tools and the way activities are carried out.  For someone with moderate needs, most activities can be accomplished by choosing household goods that meet the specific needs of the person using them.  For example, common tools can simply be substituted with slightly modified versions, such as a long-handled dustpan or lightweight cookware.

“I don’t want somebody to do the washing, I want a front loader washing machine.  I don’t want to have somebody in cleaning, I want a surface that I can spray.  I want to be able to do that.”

However, participants in the high needs group stated that some modified appliances and tools would need to be replaced with additional support person time to get activities of daily living done appropriately and efficiently.  This trade off between equipment and support is often dictated by the time taken to do activities such as shopping, cooking and cleaning.  Even with modified tools, the time required to cook a meal may outweigh the benefits of preparing the meal independently and it is more sensible for a support person to do it.  For a few hours of support each week, a support person can manage some of these tasks and enable disabled people to do other things with their time and energy that they decide are more valuable in achieving an ordinary standard of living.

Ultimately, the participants in both groups emphasised the importance of balancing support and modified equipment to achieve as much independence as possible in daily living.

Implications for the budgets

Both forums highlighted appropriate and timely support as essential to achieving an ordinary life and having the same opportunities to participate and contribute to society that non-disabled people do.

The moderate needs forum balanced modified equipment and tools with support work to get their activities of daily living done.  In the high needs group, the role of support workers increased significantly.  This substitution of human support for technology is ultimately at the discretion of the disabled person and seems directed at preserving independence in daily living while using time as efficiently as possible.  

In the high needs forum, there were conflicting views on the need for overnight support.  Participants said that independence was important to them when they discussed not wishing to have a support person around them 24 hours a day, seven days a week.  But they also discussed the need for support during the night.  This reflects a tension that many people with high needs report.  In the end, the budgets were adjusted to include overnight care.  Support hours for activities during the week also reflect high needs during the daytime.

1.15.4 Support Person Hours

Summary of discussions

The participants identified a personal assistant or support person as one of the most valuable resources in and around the home and out in the community.  

The roles and responsibilities of support people were discussed at length in the high needs forum, because support workers have a significant impact not only on getting basic needs met around the home but in assisting community participation.  However, research participants felt that supplying 24 hour support for a person with high needs would impinge on the disabled person’s ability to be independent and to lead an ordinary life.  Instead, it was agreed that support person time should match as closely as possible the schedule and needs of the disabled person.  

“A full time carer wouldn’t give him any independence in his mind.  He would feel that he was institutionalised within his flat.  So I think that one of the other options is probably better for him.  He would have no personal mental space if someone was there 24/7.”

Implications for the budgets

24-hour support was not included in the final budgets for high needs to ensure that a disabled person had the opportunity to be independent in their daily living.  Instead, a combination of day and night shift support was specified with the understanding that the daytime hours would be scheduled according to the needs of the disabled person.

1.15.5 Making Choices About Support People

Summary of discussions

The participants also discussed the importance of having a ‘good match’ between the support person and the person they are assisting.  The group noted that the disabled person should be able to interview and choose the right person for the job.  There should be a system in place for a replacement or back up support person in case the assistant gets sick and cannot work.  The group agreed that support person time should be scheduled in shifts throughout the week and weekend and should include time to provide support for socialising in the evenings.

“The thing is also, one night you might want to go out to the pub or whatever.  So his caregiver turning up at 9:30 to put him to bed might not be realistic, you know?  He might need somebody to pick him up at twelve or whatever, or two.” 

Summary of discussions

It is difficult to assign a precise cost or amount of time for recruiting appropriate support workers, but the inclusion of 60 hours of back-up support person time each year in the high needs budget reflects the fact that support staff may change or may not always be able to work and that this will incur an added cost to the disabled person.

1.15.6 Housing and Modifications

Summary of discussions
While some modifications to the home are essential for people with a physical impairment, the degree to which a home is modified needs to be considered in conjunction with the amount of support worker time and the amount of other technology that is available.  

Both groups identified the importance of housing being adapted to meet the actual needs of the disabled person who lives there – rather than that person being forced to adapt to an environment that is inappropriate and unsuitable for his or her needs.  

“You feel like we’re adjusting to the house, not the house to us.  So it doesn’t feel like your house.  And it’s so difficult, and we keep worrying about what happens down the track when I’m 60?  How am I going to get in that shower because I can’t afford to have it redone?

The participants in the moderate needs group agreed that except for a ramp, most people will not require significant alterations or modifications to their homes.  A ramp is necessary for anyone using mobility equipment such as wheelchairs or mobility scooters.  In addition, the group noted that a domestic alarm system and sensor lights are also required for safe and secure access to the home.

Participants in the high needs group agreed that ramps to access the home were a standard and essential alteration.  Once inside, doorways and hallways may also need to be widened to accommodate a wheelchair.  Other major modifications might include lowering the bench tops in the kitchen and lowering light switches throughout the home.  The bathroom would need to be fully modified to include a wheel-in shower, lowered bench top for the sink, hand rails, etc.  An extra bedroom would also need to be set up for the use of any support workers who stay overnight.

The high needs group also noted that regardless of the amount of support person time a disabled person has access to, the person’s home should be tailored to meet his or her needs.  If a support person is late or does not show up, the disabled person should still be able to fix small meals and have enough access to meet their basic needs.  

Participants with high needs emphasised the problems they face getting modifications funded and of finding already modified homes to rent or buy.  At the time of the discussion, participants reported that they were currently entitled to only one funded housing modification in their lifetime which had a significant influence on their other life choices.  Over the course of a lifetime, they expected that someone would move three times at minimum.  Because there is not enough modified housing stock to rent or buy, then alterations would need to be made to each and every new accommodation they lived in.

Implications for the budgets

A home environment tailored to the needs of the disabled person was seen as an essential requirement by both forums.  While the moderate needs budget includes access ramps and tap turners as essential resources for the home, the high needs budget also includes full modifications to the bathroom and kitchen as well as widened doorways.  The budget also specifies that housing modifications are reviewed every five years to ensure the house continues to meet the needs of the disabled person over time.

1.15.7 Transport Barriers

Summary of discussions

Outside the home, barriers to participation become more prevalent and often harder to negotiate.  Simply getting around the community, from home to a destination such as work or school or shops, requires considerable effort, forward planning and resources.  To avoid multiple legs to a journey with often unreliable and indirect public transport services, mobility taxis were identified as the most appropriate option.  However, participants noted that they are not a perfect solution because they are expensive.  The group noted that current funding for trips is limited to meeting basic needs such as appointments or shopping rather than socialising or other forms of participation.  For trips closer to home, equipment such as a mobility scooter and ultra lightweight wheelchair and their associated maintenance and repair were deemed invaluable resources to enable a person to participate.  

‘…some things that prevented me from being more active in society was because where we were located I had to catch two buses, or there was no bus getting there from where I lived, so that reduced the options.” 

The participants in the high-needs group identified the lack of appropriate transport as their most significant barrier to participation.  Mobility taxis were identified as the main form of transport, but drivers were felt to be unreliable and not very kind or understanding of the needs of disabled passengers.  The participants felt strongly that taxis should be available when they are needed and that they should not have to match their schedules to the availability of taxis.  The participants report having to spend a significant amount of time waiting for mobility taxis to arrive.

“I used to live next door to work but now that work has moved, a lot of the taxi companies wanted me to change my hours because it didn’t fit in with them.  So they wanted me to change my whole day around just to suit them which I think is a huge thing for people with impairments, having to change everything around to accommodate everybody else.  And what taxi drivers also don’t realise is that if they’re running two hours late or whatever, you might have a caregiver waiting for you at the other end, which then increases the cost because you miss out on having your care needs met if you’re late home.”

An alternative to multiple trips with mobility taxis is a privately-owned modified vehicle.  The group argued that this could be seen as an essential item, rather than a luxury.  Although expensive, it would allow a physically impaired person to have the same mobility and the same independence as a non-disabled person.

Implications for the budgets

Resources in the budgets for physical impairment that are associated with accessing the community include power wheelchairs, portable hoists, and a self-drive automated vehicle.  If a self-drive automated vehicle is not used, then the budgets assume the disabled person will use a mobility taxi.  

1.15.8 Social Barriers

Summary of discussions

Sufficient accessible transport is one thing that enables people with a physical impairment to access the wider community, but is not enough to guarantee full participation in society.  Other people’s attitudes about disability are an important factor.  

In the moderate needs forum, a focus of discussion was the social barriers that disabled people encounter at work, in family life, and when participating in their community.  The group noted that there are often limited expectations of disabled people by the general public, media, employers, their families and even themselves.  For those who recently acquired their impairment, their own attitude about being disabled was one of the biggest deterrents to leading an ordinary life and staying involved in their community.  The support of family members was also deemed crucial for people with impairments to overcome negative societal attitudes and succeed.

I think that people with disabilities are expected, how do I say it, we are expected to accept second best but I am not prepared to do that.  I want equal to what my peers get.

Participants noted that it cannot be the responsibility of each disabled person to provide or arrange all the equipment and attitudes required to make, for instance, their workplace socially and physically accessible.  They discussed this being a role (and to some degree an obligation) of the employer and of society in general.  

The moderate needs forum discussed that employers seem to have many misconceptions about disability and often fail to understand the potential of employees with a physical impairment.  Participants highlighted that employers often see disabled employees as being high risk around the workplace and are often reluctant to hire them.  If they do get hired, they are rarely promoted and are often stuck in a pattern of circular training where they constantly build new skills and expertise but never change their roles.

“We work twice as hard to prove that we are half as good.”

“They gave others who I taught permanent positions but they wouldn’t give it to me.”

Employers were described as not understanding that disabled people are capable of doing the same work as anyone else, but may just need a little more time and flexibility to do it.

‘If you look at time being a huge enemy of what we do, we have to look at the kinds of work we do.  There isn’t a flexibility I don’t think in the kinds of jobs available to people.”

Implications for the budgets

Not all themes emerging from the feedback forum discussions have resource implications for the budgets.  For instance, the participant’s discussion about the negative effects of low expectations was seen as significant, but there were few direct resource implications from this.  Rather, as mentioned in the introduction, this is an example of an opportunity cost that would have long term consequences (the estimation of which is beyond the scope of the current methodology).  Life coaching, which has been included, might be seen as a resource to help a disabled person negotiate situations in which employers or others discriminate against them, but the necessary broader social interventions like raising public awareness are outside the scope of this research.

1.15.9 Time 

Summary of discussions

The moderate needs forum also discussed the general barrier that time presents in their daily living beyond the workplace.  Whether at work or at home, some activities just take more time – and the extra time spent doing activities of daily living means less time is available for other activities.

“There is not enough time in every day for those of us with disabilities.  We need so much more time.”

“…basically time and inherent attitudes are the two big stand out things that prevent me from doing what I want to do.”

Implications for the budgets

Most important for the budgets was the discussion regarding the amount of time spent waiting for mobility taxis.  This lost time represents an opportunity cost that was subsequently added to both of the budget standards for physical impairment.  However, people with high needs often require support during their outings, unlike people with moderate needs (who seldom need a support person on each trip).  This means that time waiting for transport also causes extra support time.  Waiting time for the support staff is also included in the budgets.

1.15.10 Finances

Summary of discussions

The moderate needs forum also included considerable discussion of the impact of receiving an income benefit on other aspects of participants’ lives, particularly saving money for the future and retirement.  Saving money for retirement was identified as a critical challenge for those receiving the Invalid’s Benefit.  

“The hardest thing about living on an Invalid’s Benefit or any Benefit was being told I had to save for my retirement.  I could barely live.  And that was something that was never ever taken into account for people like us that have to be on an Invalid’s Benefit.  Feeling trapped on an Invalid’s Benefit.  Thinking, my God, how do I save?”

“You can’t save.  And if you have got any savings you have got to use them up before you can get any extra help for things that you need.”  

Implications for the budgets

Although support has been provided for one hour each week to assist with the payment of bills and other household administration, most of the discussions of finances in particular the comments about benefits do not have a specific intervention associated with them and therefore have not translated into the addition of items to the physical impairment budget standards.  

Summary of the Budget Standard (Moderate Needs)

Based on the discussions of the feedback forum participants, the draft budget standard for someone with physical impairment and moderate needs was revised and the additional cost per week calculated.  Table 9 shows that based on the information in the budget standard, the additional weekly cost of a moderate needs physical impairment was calculated to be $794, excluding the opportunity cost of lost time.  Support time constituted most of the total cost (67%), followed by transport (18%) and equipment (15%).  

When opportunity cost of lost time is included in the analysis, the average weekly cost is $639.  The decrease in cost occurs because disabled people actually save time or gain hours because support staff do some activities (cooking and cleaning) for them.  Detailed budgets are shown in Appendix C.
Table 9.  Summary weekly costs – Physical impairment, Moderate needs

	Physical Impairment,
Moderate Needs 
	Support
	Transport
	Equipment
	Weekly cost (excluding time)
	Time
	Total weekly cost

	Light Housework
	$117.00
	$0
	$1.01
	$118.01
	-$39.00
	$79.01

	Heavy Housework
	$172.31
	$0
	$0
	$172.31
	-$85.51
	$86.80

	Meal Preparation
	$148.40
	$0
	$1.21
	$149.61
	-$49.63
	$99.99

	Personal Care
	$0
	$0
	$0
	$0
	$0
	$0

	Household Admin.  
	$21.20
	$0
	$0
	$21.20
	$0
	$21.20

	Shopping
	$63.60
	$57.60
	$0
	$121.20
	$0
	$121.20

	Food and Clothing
	$0
	$0
	$6.92
	$6.92
	$0
	$6.92

	Health and Well Being
	$0
	$23.87
	$10.28
	$34.15
	$14.76
	$48.91

	Housing
	$0
	$0
	$28.61
	$28.61
	$0
	$28.61

	Information
	$0
	$0
	$8.97
	$8.97
	$0
	$8.97

	Occupation
	$12.50
	$4.80
	$0
	$17.30
	$4.96
	$22.26

	Participation
	$0
	$57.60
	$57.93
	$115.53
	$0
	$115.53

	Total
	$535.01
	$143.87
	$114.93
	$793.81
	-$154.41
	$639.40

	% of total 
(excluding time)
	67.4%
	18.1%
	14.5%
	 
	 
	 

	% of total 
(including time)
	83.7%
	22.5%
	18.0%
	 
	-24.1%
	 


Support

Support for a person with physical impairment and moderate needs makes up 67% of the budget at $535 per week.

· $287 per week includes support person time around the home to do light housework (6 hours), meal preparation (7 hours) and household administration such as paying the bills (1 hour) each week.  

· $172 per week includes 4 hours per week for heavy housework including lawn and garden maintenance as well as 16 hours per year for spring cleaning (cleaning behind large appliances, clearing gutters, etc).

· $64 per week for shopping includes 2 hours of support each week for grocery shopping and 4 hours per month for personal shopping support.
· $13 per week for occupation is spent on life coaching and future planning support.

Transport 

Transport related costs comprise 18% of the weekly budget at approximately $144 per week.

· $58 per week for participation includes 3 trips per week for taxi transport to social events and outings.

· $58 per week for shopping includes 3 trips per week for personal and grocery shopping using a taxi.

· $24 per week for health and well being includes taxi transport for 1 trip every six months to medical visits, 1 trip every six months for occupational therapy, 1 trip every three months to the GP, 1 trip every 3 months to a specialist visit, 1 trip per year to a dental appointment, and 1 trip every 2 weeks to the osteopath.

· $5 per week for occupation includes 1 taxi trip for occupational purposes per month.

Equipment

The cost associated with equipment is $115 per week and makes up 15% of the total weekly budget.

· $58 per week for participation includes an ultra-light wheelchair, mobility scooter, maintenance and repair of mobility equipment, a walking stick and a mobility parking permit.

· $29 per week for housing includes permanent ramps, tap turners, a monitored domestic alarm system and sensor lights at the front and rear entrances.

· The remaining $28 in the equipment budget includes items such as a Medic Alert bracelet, dressings, splints, orthopaedic socks and a gym membership, electric can opener, a microwave, a kettle tipper, extra pairs of good quality footwear to keep up with heavy wear and tear, clothing alterations, a mobile phone, hands free kit, and the monthly phone charges that serve safety, communication and participation purposes It also includes equipment for doing light housework such as a long handled dustpan, a tall stool for ironing, a long handled mini vacuum cleaner and a cordless iron.

Time

$154 per week is the value of the additional time disabled people spend each week compared to non-disabled people.  The value is a negative number to indicate that the time is a credit because a person with a moderate needs physical impairment gains time from support workers doing some of their activities of daily living for them.

· -$174 per week represents the time credit a disabled person receives because a support person is taking over two 2 hours of light housework each week, 2.5 hours of meal preparation, 4 hours of heavy housework per week, and 16 hours of spring cleaning each year thereby freeing up the disabled person’s time to do other more valuable activities.

· The remaining $20 per week represents the value of the extra time people with a physical impairment spend at medical appointments and life coaching /career planning sessions.

1.15.11 Summary of the Budget Standard (High Needs)

The revised budget standard for someone with physical impairment and high needs is shown in Table 10.  Excluding time, the additional weekly cost was calculated to be $2,157.  Support time made up 76% of the cost, with equipment being the next most costly item (17%).  When opportunity cost of lost time was included in the analysis, the average weekly cost was $2,284.  Lost time constitutes 6% of this total, with support time (71%) remaining the most significant area of resource need.  Detailed budgets are shown in Appendix C.
Table 10.  Summary weekly costs – Physical impairment, High needs
	Physical Impairment,
High Needs 
	Support
	Transport
	Equipment
	Weekly cost (excluding time)
	Time
	Total weekly cost

	Light Housework
	$117.00
	$0
	$0.89
	$117.89
	-$117.00
	$0.89

	Heavy Housework
	$172.31
	$0
	$0
	$172.31
	-$85.51
	$86.80

	Meal Preparation
	$148.40
	$0
	$9.31
	$157.71
	-$49.63
	$108.09

	Personal Care
	$477.20
	$0
	$0.79
	$477.99
	$0
	$477.99

	Household Admin.
	$21.20
	$0
	$0
	$21.20
	$0
	$21.20

	Shopping
	$254.40
	$76.80
	$0
	$331.20
	$158.80
	$490.00

	Food and Clothing
	$0
	$0
	$29.02
	$29.02
	$0
	$29.02

	Health and Wellbeing
	$49.74
	$24.47
	$14.12
	$88.33
	$47.33
	$135.66

	Housing
	$0
	$0
	$110.74
	$110.74
	$0
	$110.74

	Information
	$0
	$0
	$29.73
	$29.73
	$0
	$29.73

	Occupation
	$28.40
	$7.90
	$0
	$36.30
	$14.89
	$51.19

	Participation
	$363.66
	$76.80
	$143.88
	$584.35
	$158.80
	$743.15

	Total
	$1,632.31
	$185.97
	$338.49
	$2,156.77
	$127.69
	$2,284.46

	% of total 
(excluding time)
	75.7%
	8.6%
	15.7%
	 
	 
	 

	% of total 
(including time)
	71.5%
	8.1%
	14.8%
	 
	5.6%
	 


Support

Support costs approximately $1,632 per week for people with a high needs physical impairment and represents 76% of the total weekly budget.  

· $477 per week includes 6 hours per week for personal care such as personal grooming and hygiene ($127.20 per week) and 7 nights per week ($50 per night) for having a support person stay at the home overnight.

· $459 per week is for support around the home including light housework (6 hours), meal preparation (6 hours), household administration such as paying bills (1 hour), household maintenance including lawns and gardens (4 hours), as well as 16 hours per year for spring cleaning (cleaning behind refrigerator, clearing gutters, etc).

· $364 per week includes 8 hours of support person time for participation as well as a contingency of 60 hours per year for a back up support person in case the regular person is sick and cannot work.

The remaining $332 per week of the support budget covers the additional costs associated with having support to go shopping (4 hours) and to access medical appointments and occupational and career planning opportunities as well as life coaching and future planning support.  This also includes time each week that the support person wastes waiting for mobility taxi transport.

Equipment

Equipment costs represent 16% of the weekly budget at $338 per week and are largely driven by the costs associated with mobility equipment for participation and home modification.

· $144 per week for participation includes a number of items that enable access to the wider community including a power chair, ultra light wheelchair, self-drive automated vehicle, hoists and regular maintenance and repair of mobility equipment.

· $111 per week for housing includes the additional cost associated with major home renovations including modifying the bathroom and kitchen, widening doorways throughout the home, installing permanent ramps, as well as providing adapted household goods such as a pressure care mattress and adjustable bed, a powered arm chair that rises and reclines, and for setting up an extra bedroom for support staff who stay overnight.

· $14 per week for health and well being includes the cost of a medical alert bracelet, dressings, splints, orthopaedic socks, ventilator equipment and gym membership.

The remaining $69 in the weekly equipment budget covers household goods such as a long-handled dustpan, a long-handled mini vacuum cleaner, a cordless iron, microwave, lightweight cookware, adapted cutlery and crockery, modified kitchen tools, a refrigerator/freezer with pull out drawers to enable easy access from a wheelchair, a food processor, an electric can opener, kettle tipper, a wheelchair lap tray, an electric toothbrush, extra pairs of good quality footwear to keep up with heavy wear and tear, alterations to clothing, easy fit shirts and trousers, as well as thermals and sheepskin lined slippers for added warmth in winter, a computer, access to broadband internet, a mobile phone and voice activated software.

Transport 

Transport costs amount to $186 per week and represent approximately 8% of the weekly budget.

· $77 per week includes the additional cost of taking 4 trips using mobility taxis compared to a private vehicle (as budgeted for non-disabled people) for participation each week.

· $77 per week is the additional cost required for 4 trips each week for grocery and personal shopping using a mobility taxi.

· $24 per week includes the use of mobility taxis to access medical, occupational therapy, GP, specialist, dental, osteopath and podiatrist appointments.  

· $8 per week includes mobility taxi transport for life coaching and career planning sessions each month.  

Time

An estimated $128 per week is the value of the additional time people with high needs physical impairment spend each week compared to non-disabled people.  Although a disabled person might gain time from support workers doing some of their activities of daily living for them (meal preparation and housework), this gain is quickly offset by the numerous hours that are wasted each week waiting for mobility taxis (shopping and participation).

· -$252 per week represents the time gained by disabled people by having support staff do 5 hours of household chores for them each week, 4 hours of home maintenance including lawns, 6 hours of meal preparation per week and 16 hours each year of spring cleaning (cleaning behind the refrigerator, clearing gutters, etc).

· $320 per week for shopping ($159) and participation ($159) is largely made up of waiting for mobility taxis for 8 hours each week to access social and recreational opportunities.

The remaining $62 per week represents the value of the additional time disabled people spend going to life coaching and medical appointments.  This also includes having to wait for mobility taxis to access these services.  

1.15.12 The Difference Between High and Moderate Needs
The costs associated with having a physical impairment range from $639 per week for someone with moderate needs to $2,284 per week for someone with high needs.  Equipment expenses increase substantially for the high needs budget, particularly around home modifications.  However, this is not the key cost driver for the difference between moderate need and high need budgets.  The biggest influence is the increase in human support required for activities of daily living and for participation in the community.  

The high needs budget requires more hours of support for meal preparation and shopping  as well as the introduction of new hours for support with personal care, occupation, and participation.

The substantial increase in hours is also attributable to the problems identified with unpredictable waiting times for mobility taxis.  For a person with high needs, waiting for a mobility taxi to arrive incurs added costs for their support person to wait with them.
1.16 Vision Impairment

1.16.1  The Feedback Forum Process

Two feedback forums were held to explore the resource needs of people with vision impairment.  One forum focused on people with moderate needs and the other on people with high needs.  Both forums had six participants and were facilitated by a disabled researcher from the research team.  

Participants in the moderate needs feedback forum were provided with a description of “Jim.”.  

Jim is a 46-year-old man with low vision.  He lives in the city and is currently employed by a large corporation.  He travels to work by bus and uses a large computer screen and close circuit TV to access printed material at work.  He rents similar equipment in order for him to read information at home and to access his home PC.

Participants in the high needs feedback forum were provided with a description of “Karen.” 

Karen is a 31-year-old woman who has been legally blind for 7 years.  She is married and owns a home in a city suburb of Auckland.  She is a qualified clinical social worker with bachelors and masters degrees with honours in social work and social policy.  Her family lives close by and help support her during the day while her husband is at work.

The level of need does not necessarily reflect the degree of impairment.  Therefore, a number of participants in the moderate needs group were in fact legally blind.  The participants in the forum discussed the possibility that the level of ‘need’ depended greatly on the time since the person started losing his or her sight and how receptive he or she was to learning the new skills needed to cope in a ever-changing environment.  A person who has been blind for some time may learn to strategise in order to do the things he or she wants to do, and to overcome or reduce the barriers in everyday living.  Thus, he or she may have relatively moderate needs.  Similarly, someone who is just beginning to lose their sight and is experiencing a drastic change in their circumstances might not be legally blind, but might identify as having very high needs.

NOTE: The expert Reference Group member noted that someone who has been born blind or has experienced low vision for many years may still have high needs in some areas of life, despite having developed skills and strategies for many tasks.  Regardless, they are likely to need assistive technology and computer solutions, or need assistance for things like home repairs.  Their transport needs are also likely to remain high even though they might have a guide dog or use a cane, as these are not enough on their own to get from A to B.  

Many of the barriers that people with vision impairment face can be reduced or removed with appropriate support, equipment, transport and additional time.  While some barriers were raised in the feedback forums, they may not translate into specific resources included in the budgets because a specific resource either may not currently exist (eg: public awareness programme to reduce discrimination) or the resource may be out of the scope of this research (eg: healthcare services).

The following sections break down the discussion points arising out of the feedback forums into five areas - activities of daily living, information and technology, time, participation, and life transitions.  Each section summarises the discussion from the forums, and then translates that where relevant into specific resource requirements.  

Participants reviewed draft budgets and commented on the items and their quantities, and on what should be included, removed, or changed to ensure a disabled person could achieve an ordinary life.  For all of these items, input was sought from the project’s Strategic Advisors and Reference Group members for consensus and rationale.  Detailed budgets are shown in Appendix C.
1.16.2 Activities of Daily Living

Summary of discussions

Other than annual spring cleaning and heavy household maintenance jobs, participants in both groups identified few resource needs around the home.  For the moderate needs forum, this might partly be attributed to the fact that many had other family members (primarily spouses) providing support or assuming responsibility for many daily living activities such as meal preparation, shopping, and housework.  However, participants expressed the view that increased dependence on others tended to occur during phases when vision was deteriorating, but that it was possible to learn to be less dependent.  The participants in the moderate needs group did not agree upon a specific number of support person hours required to assist them around the home, discussing how many responsibilities are shifted onto family members and friends.

The participants in the high needs group expressed the view that in everyday living around the home, a blind person or someone with significant vision loss and a high degree of need may develop or have already developed strategies for getting basic needs met.  Although specialised appliances that have bells or buzzers were proposed in the original draft of the budgets, the participants unanimously agreed  that these were unnecessary and that they simply learned alternative methods of using the same clothes washing machines, dryers and other appliances that most homes and families would have.  One solution for overcoming these household barriers was simply to learn through practice and to get support to learn to adapt to the home environment.  For others, the solution was to remove the need altogether.  

“Blind people can iron.  I do the ironing…and I use all the appliances.  I haven’t got any appliances that are specially geared for the blind.  You remember whereabouts on the dial for the washing machine.”

“I purposely don’t buy clothes that need ironing so I don’t have to do the ironing and I don’t really need to have tactile buttons because I just put dots on.  I buy containers and I know the shape of them.”

The high needs group noted that a large number of people learn to be self sufficient with many activities of daily living within the home, but support people remained an essential resource for cleaning and home maintenance as well as venturing into the wider community to get shopping done.

Some participants described aids designed to support a blind or vision impaired person, but the consensus was that they preferred sighted assistance or it was generally easier to access support.  Cost or difficulty getting hold of items were barriers to relying on equipment, and needing to know how to get the most out of equipment was also discussed.  Participants stressed the importance of being able to trust and rely on the information being provided by a sighted assistant.

“You could put this thing on your clothes so that you knew what colour you were putting together so you didn’t put a pink skirt with a brown top or something.  You could take it shopping with you so that you could get the colours right, but that’s another piece of equipment that you have to buy.  A three hundred dollar bit.”

“If it’s a patterned material it’s not going to read it accurately.  It only reads plain things so it’s got restrictions.”

“When you go to a shop it’s the assistant’s job to say ‘oh yeah that looks beautiful’.  And you’re like ‘okay, well lovely in her eyes’, besides the fact she’s paid to say it.”

“Well even with the device I’ve tried shopping for clothes on my own but you can’t read any labels, you can’t find the right size.  It just becomes too daunting so I only go with a friend now… someone who knows what I like as well because it’s just so much easier and less arduous, like they know what things not to bother telling you.”

Implications for the budgets

In the moderate needs forum, participants recognised the general ability of individuals to learn how to do most things by themselves (over time).  This is reflected in the low number of support worker hours assigned (especially for shopping and other trips).  Some support worker time was allocated for light housework, and more for heavy housework (again reflecting the limitations in fulfilling some types of tasks).  

The participants in the high needs group removed a range of specialised kitchen appliances listed in the UK study (Smith et al 2004) from the draft resource list.  They believed a blind person or person with low vision would have learned to adapt and strategise in their cooking and cleaning and make accommodations within their home environment, and as such have a low need for adaptive technology.

Conversely, although a person who has been born blind or has been blind/ experienced low vision for many years may have developed skills and strategies to complete activities of daily living tasks, they may still report a need for technology that enables the development of such a skill or strategy.  For example, many newer washing machine models only have visual displays rather than physical indicators.  Some are therefore not usable by a blind or an extremely low vision person, no matter what skills they have or what strategy they adopt.  Many home appliances use control menu systems which are not accessible for a blind or low vision person.  Ways around this would either involve sighted assistance or using additional specialised technology.  For instance, setting a video recorder may be done using a talking remote.

In essence, for many blind and vision impaired people, the decision over the purchase of an appliance is associated with the ease with which a person can interact with the technology.  For example, choosing a dishwasher may involve a selection process based on models that either had a dial that one could put markings on, or models that produce different tones relevant to each programme/setting as a person advanced along the menu options, requiring the person to memorise the tone.  

When replacing a household item, the advancement and ever-changing technology used in household appliances also impacts significantly on blind and vision impaired people.  As new models are continually coming into the market, it is difficult for the consumer to purchase the same model.  For a blind or vision impaired person this can mean needing assistance to understand the working features of the appliance and re-learning the skills necessary to use it.  For example, a person’s old iron might have had its high setting at position 9 on its dial and the new one has high at 12.  An old dishwasher might have had switches and a knob that clicked as it was turned, but the new one requires selection of options with buttons and coloured lights.

Support required for light and heavy housework and participation for people with a high level of need was identified as similar to that of the moderate needs group.  However, the high needs group required more hours of support each week.  

1.16.3 Information and Technology

Summary of discussions

For everyday living, the most widely discussed and the most significant resource identified by the participants with vision impairment was technology.  While many people might learn to read Braille, the participants perceived this method of accessing information as limited and usually prohibitively expensive.  Most people rely more heavily on web-based alternatives.  The members of the moderate needs feedback forum highlighted the important role technology plays in enabling a person with vision impairment to access information and stay connected to the community.  Larger monitors for a home computer, computer screen reading software, broadband internet to ensure efficient access to information, and CCTV to read printed material may be necessary tools in everyday living.  

“But the cost of information to a blind person is so high that unless there is resourcing for that person to have access to information, we’re not going to participate.  Or we are going to be isolated, or, we’ll fall through the cracks as the infrastructure breaks down.” 

For a blind person, having a computer is the first step to accessing information about the world around him or her.  With the right screen-reading software and attachments, the information that is readily available to sighted people can be fully accessible.  Unfortunately, the downside to being reliant on technology is that it is constantly evolving and improving.  This means users need to stay up to date with their computer skills and have up to date equipment and software, all of which require considerable expense.

“When you upgrade your computer you have to hire someone to help you transfer your very complicated software to the new computer.  Sighted people have trouble with that but they can usually stumble through, but it’s almost impossible for a blind person.”

“A lot of the information that these so-called people give us is fine for the average person with eyesight, but for us where we’ve got to use ZoomText or other programmes, we need high grade specifications and better quality computer.  Like the average computer, most people have 500 megabytes of RAM.  For us we need one gigabyte at least, otherwise we have problems.”

“One bit of software gets upgraded so you’ve got to upgrade something else and upgrade something else and then things don’t work.”

The group discussed that the options for software are limited in New Zealand and that this also contributes to the price of these goods.

“With a lot of our equipment, it’s a monopoly supplier situation, so there is no competition and it is really expensive.”

In order to keep up to date with these ever advancing technologies, computing capability needs to be regularly assessed, software updated, and regular computer training provided.  Having a regular assessment was seen as critical as current competition between computer software companies means that most software is not compatible and any changes to one type of software could mean the entire computer system needs to be upgraded.  All of these services pose considerable cost barriers.  Sometimes, renting equipment can be a better, although more expensive, alternative as equipment can be easily upgraded or returned if vision loss precludes the use of certain technologies.  

Technology was also identified as an essential tool for participation and recreation.  Part of being able to participate and socialise with the wider community of non-disabled people is being in tune with current affairs, trends, and popular culture.  Many forms of home and community entertainment like movies which rely on audio description are inaccessible to vision impaired people.  The high needs group suggested an alternative like an iPod, because such a multipurpose device allows downloading of talking books from the internet as well as music and radio programmes.  It can also be used to record important conversations or messages that cannot easily be written down.  Participants also highlighted the value of technology that can be recharged as opposed to using lots of batteries, and of allowing people to select technology that best suits their circumstances and degree of use.  

“If we could afford it there’s a little portable scanner that speaks.  So if we had one of those you could take it to a restaurant and you could read the menu.  When you’re shopping you could read what’s on the shelves.  That would transform your life really.”

“I’ve got a dictaphone and I’ve got a walkman and I go through batteries like anything.  Rechargeable batteries are really expensive.  The benefit of the iPod is that you just plug it in and recharge it… so you don’t ever buy batteries… lasts much better.”

“This is where it comes down to us working out the best technology for ourselves.  I’ve got an instrument called the ‘Quick Look’ which is an electronic magnifier.  Great, but the battery goes flat very quick.  So most of the time it sits on the shelf.”

Participants in the moderate needs group noted the importance of technology such as mobile phones which can allow access to immediate information as well as help in an emergency .  Some of the items required to meet the needs of participants are everyday items - for example a mobile phone – but the cost implications often come from a need for certain (adaptive) features so it is fully useable and/or compatible with other technology.

“It needs to be a cell phone that can have a larger screen with colour contrast.  Where you can choose the font and things like that, or with speech.  The classic example for the use of that is if you’re at a bus stop and you can’t read those signs on where the bus goes… you can ring ‘drive line’ and they will talk where you catch a bus from and where it goes to.”

Throughout both forums, participants identified situations where inaccessible information formats created problems for them.  Solutions came in the form of human support, technology or accommodations/adaptations to the environment.  In some cases, finding a solution might mean the difference between being well or unwell.

“It comes back to a lack of information, especially in a format that we can access.”

“I was crook for about a week because I was eating jam that had mould on it that I didn’t know about.  When does this expire?  And you can’t read them because they’re all in print, so how do you know that what you’re buying is going to be alright in a week’s time.  I live on my own and I find that a big expense for me is I chuck things out because I don’t know if there’s anything growing on that and I can’t remember when I got it.“

“You try to read it under a CCTV, but it just wasn’t there a lot of it, on the tins especially and some of the packages.  And the ones where the text is dots are just a big blur to me.”

“I have homecare.  I try my hardest to plan what I want them to do when they come in.  I forget to get her to check the fridge and then she’s not back for two days.”

Participants spoke about having equipment and technology that they are not using.  It appears that there may be savings in critiquing and providing good information and dissemination on the range, uses and compatibility of technology to avoid ineffective purchasing and promote future proofing mechanisms.

“When I was looking at the ‘Open Book’, I found another programme called ‘Abby Fine Reader’.  Now I find Abby Fine Reader is far better than the Open Book… Yeah, I have problems with Open Book… So I’ve shelved it.”

“It drives me insane, so much so that my scanner’s been put away now for about six months and I ask other people to scan my stuff and email it to me.”

“Talking about compatibility issues, there is a lot of software that we cannot use because it clashes with other software.”

Implications for the budgets

The emphasis on the importance of being able to communicate is evident in the information technology that is included.  The participants in both groups added numerous items to the original budget standards.  The moderate needs forum included technology to allow them to work at home, screen reading software, broadband internet access and a cell phone with synthetic speech installed.  

In addition to the technology specified by the moderate needs forum, the high needs group included a talking watch, an iPod with a recording device, a dictaphone, an electronic magnifier, and a portable scanner that speaks.  All of these items were seen as essential to remain connected with the external world.  

Participants identified that there were several everyday items or common resources that could meet their needs and allow them to lead an ordinary life, but in many cases a person would need to pay a higher price to get the right item to meet their needs.  For example, many people use mobile phones, including SMS text messaging.  The cost for a standard phone is less than $200.  However, a blind person wanting to communicate with family and sighted friends needs a powerful top end phone, with extra and expensive software to read out aloud menus and messages.  Such technology costs anything from $600 upwards depending on need, and often over $1000.  Additionally it was clear that some items met more than just the basic use need and had the potential to add to a person’s quality of life.

1.16.4 Time

Summary of discussions

The feedback forum participants discussed the amount of time spent ‘doing things’ whether at work or at home and generally agreed that “things just take longer”.  For some participants, the barrier to getting things done in similar timeframes to those of non-disabled people was related to inefficient support or lack of access to suitable technology.  For others, the involvement of support to achieve similar outcomes was related to choice and freeing up or prioritising time for other activities.  Participants did however identify that regardless of the reason, they were concerned about how they were perceived by others.

“I’ve got people around me who do stuff for me now.  And at one level you think that’s terrible, you should be independent doing stuff.  But there’s no point, because you can’t meet your deadlines otherwise.  There’s no point in me saying oh look I’m sorry I’m going to do this myself and it’s going to take 9 times as long, but you’ll just have to wait.  So I’ve got people and I’ve found them and I’ve trained them to do what I need them to do.”

“As a Braille user I don’t have access to electronic Braille at the moment because my equipment’s packed in, and it’s interesting because I’m trying to say to people I can’t get as much work done because the way I am forced to work has changed.  I have no control now over how I work, because the resource I depend upon isn’t there.”

“But the thing is that when each of us goes down that path, it actually makes you quite vulnerable because you’re fending off accusations all the time that you’re not working efficiently, or you’re just not interested in whatever else goes on.  I don’t know how you can compensate in a real way for the fact that for many disabled people, not just blind and vision impaired, it naturally takes longer to do things.”

Implications for the budgets

Both budgets reflect a decrease in the amount of time people require to do their activities of daily living.  This occurs because there are more support hours allocated in the home and to access shopping, thereby reducing the amount of time they have to spend on these activities compared with non-disabled people.  

1.16.5 Participation 

Summary of discussions

The built environment is often not accessible for people with vision impairment.  Participants noted difficulties with public infrastructure like signs, footpaths, and markings.  

A recurrent theme in the discussions was the additional time required to participate.

“I can get just about anywhere I want to go in Auckland, but it takes a whole lot longer than it would take somebody else.  And that might well be limiting where I work, or how long I work in a particular location.”

Getting around the community and using public transport was identified as a major barrier to participation as public buses and trains go to stops and stations rather than exact destinations.  Participants noted the stark contrast between learning your way around your own home and being able to have equal access to the larger community.  

“The problem with public transport is that it doesn’t take you where you want to go.  It takes you to a bus stop, or a ferry terminal.”

Another point made about public transport was that vital information is not always accessible.  For example, if four buses pull into a stop at the same time, how does a person determine which one they need?  Participants noted that some bus stops in Auckland have verbal announcements at the stops so you can hear when the next buses are due, but these were not universally available.   

Venturing to well known destinations using well-known transit routes may be straightforward and as easy as calling a taxi, but finding and exploring new destinations requires considerable forward planning, effort and support.  Participants in the high needs group emphasised that by having to plan all their outings in advance they lose the opportunity to be spontaneous in social situations.  

“It’s harder to be spontaneous.  Like if someone rings up and says ‘come around for a drink’, you know you can just go to the shop and get a bottle.  But if I don’t have a bottle in my house - and you know I can’t always buy it on line because it’s going to take too long in line - I would need a taxi to stop and help.”

While this can be overcome by asking for help from a friend or family member, it can impede a person’s feeling of independence and can turn what should be a fun outing into a frustrating experience.

“Usually here in the city a taxi has to stop at a busy place and it is not necessarily at the doorway and… you’ve never been here before, so you don’t know where the door is.  It’s just the practicalities of doing it on your own.”

In addition to support worker time, participants in the high needs group identified guide dogs as another key resource to accessing the larger community.  The group discussed that a guide dog also requires a fully fenced yard, veterinary care, and ongoing food and grooming expenses.  They felt the extra expense is offset by the amount of independence a blind or vision impaired person can achieve using a guide dog, and that this could also decrease the number of support worker hours required for some community activities.

Implications for the budgets

Aside from support around the home, the participants’ emphasis on the need for support when visiting new places was translated into additional support hours on an irregular basis as well as appropriate transport.  They were seen as only occasional because the individuals would ultimately learn to access the sites independently, but they were identified as being significant.  For the high needs group only, a guide dog was also included in order to facilitate independence and increase opportunities for participation in the community.  
1.16.6 Life Transitions – Losing Vision

Summary of discussions

Both groups reported that the process of losing one’s sight presents some of the most significant barriers to achieving an ordinary life, as there are limited resources available to aid the person or family members in this transition.  Once a person qualifies as being legally blind, a host of services are available through the Royal New Zealand Foundation of the Blind (RNZFB).  However, until then there is very little available and the group discussed feeling stuck between the worlds of sight and blindness.  Participants who had lost sight discussed a variety of experiences.  Some had to move from one place to another to gain access to the support and services they needed.  The group mentioned the waiting period between the time when you are losing your sight to the point when you qualify as legally blind as a high risk time when people “fall through the cracks” because they do not belong to the world of the sighted and nor are they part of the blind community.  The experience challenges their sense of independence and often drives people into isolation.  

“There is another group that falls between the cracks and that’s the people that we get on the peer support line who aren’t yet eligible for [RNZFB] membership because their sight’s still deteriorating.  At that point they know they’re going to go blind and they need especially emotional support and they want to know about technology, especially if they’re working and they want to keep their jobs.”

“Five years ago, I first moved to Auckland to learn how to be blind.  There wasn’t a lot of resources down in the Bay of Plenty.”

“I had a very good job and I wanted to hold onto my job but there was no support and the actual degree of how bad my eyes would get, no one was able to tell me what was going to happen.  Nobody had a prognosis on my eyesight or where I was going to be, where I was going to end up and how long it was going to take.”

To respond to these often significant changes in vision, counselling and support from government agencies for the person with a vision impairment and for family members was identified as a key unmet need by the moderate needs group.  They felt they were largely left to their own devices when attempting to get the services and support that they needed.  This often proved to be an arduous process of trial and error.  Being able to adapt to a changing impairment status (like progressive vision loss) as well as the ever changing environment is fundamental to achieving an ordinary life.  The group noted that often the sheer effort and time that disabled people must put in to participation in the community is overlooked and unappreciated by others.

Participants thought information and navigation services such as counselling and coaching were essential resources to enable a person who has recently lost their vision or is progressively losing sight to make the transition successfully from one set of circumstances to another.  These support services not only benefit the disabled person but may have a lasting effect on the person’s spouse and family members who also struggle with the adjustments.

“Sometimes it’s a matter of finding out what you are entitled to.  And that can be difficult.  I mean, it can even make you feel even guilty.  Am I asking too much?  Am I entitled to that or not?  It’s all big things.  And it’s all meant a hell of a change in your view of how the whole system works.  Still finding out a lot, still don’t know half of it.”

Implications for the budgets

While professional counselling was identified as an essential need during periods of transition for disabled people and their families, it was not explicitly included in the budgets as it is outside the scope of this research.  However, access to peer support in terms of transport was included in both budgets.  Life coaching services for professional development and future planning was also included in both budgets.

1.16.7 Summary of the Budget Standard (Moderate Needs)

The revised budget standard for someone with vision impairment and moderate needs is shown in Table 11.  Excluding time, the additional weekly cost was calculated to be $417.  Support time was the most costly, representing 65% of the total, followed by equipment at 22% of the total cost.  Transport constituted 13% of the total cost.

When opportunity cost of lost time was included in the analysis, the average weekly cost was $353.  The reduction in overall cost was due to the time savings from support.  Detailed budgets are shown in Appendix C.
Table 11.  Summary weekly costs – Vision impairment, Moderate needs

	Vision Impairment,
Moderate Needs
	Support
	Transport
	Equipment
	Weekly cost (excluding time)
	Time
	Total weekly cost

	Light Housework
	$39.00
	$0
	$0
	$39.00
	$0
	$39.00

	Heavy Housework
	$172.31
	$0
	$0
	$172.31
	-$85.51
	$86.80

	Meal Preparation
	$0
	$0
	$2.26
	$2.26
	$0
	$2.26

	Personal Care
	$0
	$0
	$0
	$0
	$0
	$0

	Household Admin.
	$0
	$0
	$0
	$0
	$0
	$0

	Shopping
	$42.40
	$19.20
	$0
	$61.60
	$9.93
	$71.53

	Food and Clothing
	$0
	$0
	$30.38
	$30.38
	$0
	$30.38

	Health and Well Being
	$0
	$10.53
	$0.53
	$11.06
	$6.62
	$17.68

	Housing
	$0
	$0
	$3.03
	$3.03
	$0
	$3.03

	Information
	$0
	$0
	$53.34
	$53.34
	$0
	$53.34

	Occupation
	$12.50
	$3.10
	$0
	$15.60
	$4.96
	$20.56

	Participation
	$5.30
	$19.20
	$3.42
	$27.92
	$0
	$27.92

	Total
	$271.51
	$52.03
	$92.97
	$416.51
	-$64.00
	$352.51

	% of total 
(excluding time)
	65.2%
	12.5%
	22.3%
	 
	 
	 

	% of total 
(including time)
	77.0%
	14.8%
	26.4%
	 
	-18.2%
	 


Support

Approximately 12 hours of support person time each week is required for the moderate needs vision impairment budget.  This equates to $272 per week and comprises 65% of the weekly budget.  

· $172 per week is for 4 hours of heavy housework (including lawn and garden maintenance) and annual spring cleaning (16 hours per year).

· $42 per week is for 4 hours per month for participation, specifically for learning to negotiate new and unfamiliar places.

· $39 per week is for 2 hours of light housework.

· $5 per week is for participation, in particular, for support to explore new places and $13 per week for occupation includes support with future planning and life coaching.

Equipment 

Equipment represents the second largest expense comprising 22% of the weekly budget at $93 per week.  
· $53 per week for information is the largest portion of the equipment budget and includes technology to access information (screen reading software, computer, broadband internet access, etc).  

· $30 per week for food and clothing includes reinforced shoes to protect the person’s feet and additional dry cleaning to keep work clothing looking clean and professional.
· $26 per week for other equipment, including equipment for meal preparation (talking scales, a talking timer, grilling machine, sandwich maker and a microwave for ease and efficiency in cooking), health and well being (a medic alert bracelet, talking scales in the bathroom), housing (environmental lighting throughout the house, sensor lights at the front and rear entrance and an alarm system) and participation (mobility cane and talking books for recreation).

Transport
Transport makes up 13% of the weekly budget at $52 per week and includes a combination of taxis and travel using a privately owned vehicle or public transport.  

· $19 per week for shopping: 1 taxi trip per week and 3 trips using a private vehicle or public transport.

· $19 per week for participation: 1 taxi trip per week.

· $14 per week for health and well being (1 taxi trip every three months for accessing specialist health care services and 1 taxi trip per month for accessing peer support sessions) and for occupation (1 taxi trip per month).

Time

Including the opportunity cost of time results in a total savings (shown as a negative number) of $64 per week in the disabled person’s individual time.  

· -$86 per week for heavy housework is the savings in individual time that a person with a vision impairment gains because support staff are doing all of the heavy housework which includes 4 hours per week for home maintenance (including lawns) and 16 hours per year for spring cleaning.

· The other $22 per week includes the additional 3 hours that the person spends each month doing shopping each week compared to a non-disabled person, as well as the value of the time the person spends at specialist visits (1 hour every three months), peer support sessions (1 hour per month), and  life coaching sessions (1 hour per month).

1.16.8 Summary of the Budget Standard (High Needs)

The revised budget standard for someone with vision impairment and high needs is shown in Table 12.  Excluding time, the additional weekly cost was calculated to be $832.  Support time constituted 50% of the budget, with equipment (30%) being next, primarily due to increased expenses in information and participation.  When opportunity cost of lost time was included in the analysis, the average weekly cost dropped to $719.  Support time (58%) and equipment (34%) remained the most significant areas of resource need.  Detailed budgets are shown in Appendix C.
Table 12.  Summary weekly costs – Vision impairment, High needs

	Vision Impairment,
High Needs
	Support
	Transport
	Equipment
	Weekly cost (excluding time)
	Time
	Total weekly cost

	Light Housework
	$78.00
	$0
	$0
	$78.00
	-$39.00
	$39.00

	Heavy Housework
	$172.31
	$0
	$0
	$172.31
	-$85.51
	$86.80

	Meal Preparation
	$0
	$0
	$1.50
	$1.50
	$0
	$1.50

	Personal Care
	$21.20
	$0
	$0
	$21.20
	$0
	$21.20

	Household Admin.
	$21.20
	$0
	$0
	$21.20
	$0
	$21.20

	Shopping
	$84.80
	$76.80
	$0
	$161.60
	$0
	$161.60

	Food and Clothing
	$0
	$0
	$31.62
	$31.62
	$0
	$31.62

	Health and Well Being
	$0
	$10.53
	$0.14
	$10.68
	$6.62
	$17.29

	Housing
	$0
	$0
	$12.01
	$12.01
	$0
	$12.01

	Information
	$5.77
	$0
	$97.34
	$103.11
	$0
	$103.11

	Occupation
	$12.50
	$7.90
	$0
	$20.40
	$4.96
	$25.36

	Participation
	$21.20
	$76.80
	$100.52
	$198.52
	$0
	$198.52

	Total
	$416.98
	$172.03
	$243.13
	$832.14
	-$112.93
	$719.21

	% of total 
(excluding time)
	50.1%
	20.7%
	29.2%
	
	
	

	% of total 
(including time)
	58.0%
	23.9%
	33.8%
	
	-15.7%
	


Support

Support worker time comprises the majority (50%) of the total weekly budget at $417 per week.  Approximately 15 hours of support person time are required each week by someone with a high needs vision impairment.  

· $172 per week is for 4 hours of heavy housework (including lawn and garden maintenance) and annual spring cleaning (16 hours per year).

· $78 per week is for 4 hours of light housework per week.

· $85 per week for shopping includes 3 hours per week for grocery shopping and 4 hours per month for personal shopping.

· The remaining $82 per week for 1 hour per week of support with personal care, 1 hour per week of household administration support (paying bills, etc), 4 hours of support per month specifically for learning to negotiate new and unfamiliar places as well as life coaching and future planning support once each month. Ongoing support with the computer and other technology is also included at 1 session each year.
Equipment 

Equipment makes up the second largest portion (29%) of the budget at $243 per week.  

· $101 per week for participation is associated with a guide dog and related expenses (veterinary care, grooming, food, fencing) as well as talking books for recreation.

· $103 per week for information includes technology to access information (screen reading software, computer, broadband internet access, CCTV scanner, portable electronic magnifier, etc).  

· $32 per week for food and clothing includes reinforced shoes to protect the person’s feet, additional dry cleaning for work clothing to keep it clean and looking professional, and a colour reading device to help match clothing.

· The remaining $30 per week is for other equipment for meal preparation (talking scales, a talking timer and a microwave are included for ease and efficiency in cooking), health and well being (a medic alert bracelet), and housing (environmental lighting throughout the house and a monitored alarm system).

Transport
Finally, transport makes up approximately 21% of the budget at $172 per week for a total 8-10 trips per week.  It is assumed that people with a high needs vision impairment will largely rely on taxis to access their communities.  This includes:  

· $77 per week for shopping: 4 taxi trips per week for grocery and personal shopping.

· $77 per week for participation: 4 taxi trips per week.

· $18 per week for health and well being (1 taxi trip every three months for accessing specialist health care services and 1 taxi trip per month for accessing peer support sessions) and for occupation (1 taxi trip per month).

Time

Including the opportunity cost of time results in a savings (shown as a negative number) of $113 per week which is an estimate of the value of the disabled person’s individual time.  

· -$39 per week for light housework represents the savings in individual time that a person with vision impairment gains because a support person is doing some of their light housework for him or her.  (2 hours per week).

· -$86 per week for heavy housework is the savings in individual time that a person with a vision impairment gains because support staff are doing all of the heavy housework which includes 4 hours per week for home maintenance (including lawns) and 16 hours per year for spring cleaning.

· $12 per week for health and well being represents the value of the time the person spends at specialist visits (1 hour every three months), peer support sessions (1 hour per month), and life coaching sessions (1 hour per month).

1.16.9 The Difference Between High and Moderate Needs
The additional cost associated with having vision impairment ranges from $353 to $719 per week and is largely driven by the amount of support person hours required and a considerable amount of technology to enable people to access information.  

The high needs budget requires approximately 6 additional hours of support each week which accounts for an increase of $124 per week.  Costs associated with equipment rise by $156 per week for the high needs group with the addition of a guide dog and other sophisticated pieces of technology for accessing information.  The transport costs increase primarily due to the fact that people with high needs rely on taxis for transport whereas the moderate needs budget includes a mixture of taxis, private vehicles and public transport.  The additional cost of using taxis in the high needs budget is $120 per week.

The high needs budget includes a savings of $113 per week in the disabled person’s time compared to a savings of $64 per week for the moderate needs budget.  This time credit arises from the fact that support workers take over some of the hours allotted to doing activities of daily living, in particular, light and heavy housework, thereby giving the disabled person time and perhaps energy to commit to other activities.

1.17 Hearing Impairment

1.17.1 The Feedback Forum Process

Two feedback forums were held to discuss the resource needs of people with a hearing impairment or who are Deaf.  One forum focused on people with moderate needs and the other on people with high needs.  Five people participated in the moderate needs feedback forum.  The forum was facilitated by a disabled researcher from the research team.  The participants were provided with a description of “Sai”.  

Sai is a man in his early sixties.  He has two children, one of whom lives in Hamilton.  He moved to NZ 8 years ago.  Prior to retirement, he was a builder and led a modest but comfortable life.  He is now largely financially dependent on his son.  He is happy with his life in Hamilton even though he mixes very little outside the family.  He has difficulty communicating in social groups, travelling, going to the shops, etc, which is all noise related.  His shyness is caused by his anxiety about missing some communication and being seen as “silly”.  He has had a progressive hearing loss over the last 3 years, and is now described as moderately deaf.

Five Deaf and hearing impaired people participated in the high needs feedback forum.  The forum was facilitated by a disabled researcher from the research team, a member of the Deaf community, and two New Zealand Sign Language interpreters.  The participants were provided with a description of “Sela”.  

Sela is a profoundly Deaf woman in her twenties who came to New Zealand when she was eight and she went to the Deaf school in Christchurch.  Her links with the school are still very strong and her memories of her time at school are of easy communication and stability.  When she completed her schooling, she got a job with Pak n Save, stacking shelves.  She is one of the few members of her family that have a job and she is very proud of it.  She is a hard worker and is respected by colleagues for that even though she has great difficulty having a conversation with them.  Sela also has aspirations to attend university.  Sela is competent in Sign Language but has limited spoken English and written communication skills.  She is socially active in the Deaf community and still sees her family frequently although none of them have learned to sign.  She attends church with them sporadically.  Sela has moved out of the family home and now flats locally with 3 other Deaf young people, where there are often problems with paying bills and flat relationships.  

The following sections break down the discussion points arising out of the feedback forums into five areas – transitions, social barriers, physical barriers, overcoming barriers with information and technology, and overcoming barriers with interpreters and other supports.  Each section summarises the discussion from the forums, and then translates that where relevant into specific resource requirements.  

Participants reviewed draft budgets and commented on the items and their quantities, and on what should be included, removed, or changed to ensure a disabled person could achieve an ordinary life.  For all of these items, input was sought from the project’s Strategic Advisors and Reference Group members for consensus and rationale.  Detailed budgets are shown in Appendix C.
1.17.2 Transitions – Losing Hearing 

Summary of discussions

The moderate needs forum agreed that the process of losing hearing posed significant barriers to achieving an ordinary life (similar to the discussions in the forums for people with vision impairment).  The transition time is often fraught with misinformation and long waiting periods.  The participants described how audiologists can play a key role in providing timely advice to people diagnosed with hearing impairment.  The participants suggested that these health professional are best placed to help them navigate the system of benefits and entitlement to ensure that they get the best information and support that is currently available.  

“…Once they’ve done your audiogram, they know what your hearing is.  And you’d think that they should…give you the information about the support groups and where they are.”

The group suggested that audiologist services may differ across the country and where there is less demand on a service, more information and support may be provided.

Information and navigation services such as counselling and coaching are essential resources to help a person who has recently lost or is progressively losing their hearing to successfully make the transition from one set of circumstances to another.  These support services may also help spouses and family members adjust and accept the person’s change in hearing.

Implications for the budgets

Participants in the feedback forums identified the need for counselling and support during times of transition when they experience a significant loss in their hearing.  Provision of professional counselling is not included in the budgets as it is outside the scope of this research.  However, access to peer support and life coaching services has been included as a cost to the individual.

1.17.3 Barriers to Participation – Societal Attitudes 

Summary of discussions

The design of the built environment and how society perceives people with hearing impairment both compromise full participation and the achievement of an ordinary life.  For the moderate needs group, the attitudinal barriers had the greatest impact on their ability to participate.  The high needs group identified both the built environment and social processes as significant barriers to achieving an ordinary life.  

Participants in the moderate needs group noted that they are often stigmatised when they are wearing hearing aids:

“There is a perception that if you wear glasses you’re an intellectual.  But if you wear a hearing aid you’re a bit old and losing it.”

They also felt stuck between the hearing world and the community and culture of the Deaf and said that society’s attitudes can often drive them into isolation.  

“My confidence has gone down a lot.  The lack of communication.  And a lot of times pretending you hear what people are saying and you don’t really know.  And then you start feeling uncomfortable.  Overcoming it has taken the last couple of years for me and it’s been hard…I know that Sign Language on a normal basis would be something that would be really beneficial.  I’m not in either world totally.  I’m not in the Deaf world and it’s hard.  If I were Deaf…I would get more support.”

At work and in other community environments, participants said they were often left out of conversations, or not told about changes going on around them because co-workers or acquaintances found communication too hard or too much effort.  This made them feel like they were being left behind and had a significant impact on their confidence.

Much of the onus is on the hearing impaired person to overcome misconceptions about disabled people and to ensure that they get a fair chance to participate in society whether it is at work or in social situations.  Some people choose to learn Sign Language and/or lip reading to help them communicate better.

Similar to the moderate needs group, the participants with high needs noted the lack of patience of non-disabled hearing people with Deaf modes of communication.  TTY is very slow and many people will just hang up rather than wait for the delayed response.  This lack of understanding and of patience can lead to significant feelings of isolation for hearing impaired and Deaf people who also have to make considerable effort to communicate with the hearing world.

Participants in the high needs group discussed how the way society is designed and how business processes are organised also creates barriers.  The example was given of medical waiting rooms, where staff call out the name of the next person to be attended to.  This common procedure means that a Deaf person who is unaccompanied in the waiting room will usually miss their appointment.  

1.17.4 Barriers to Participation – Built Environment

Summary of discussions

Participants described how hotels do not take into account the safety needs of guests who are hearing impaired or are Deaf, as sirens and flashing lights will not alert a Deaf person to danger in the middle of the night.  Airlines charge hearing impaired and Deaf passengers the same price as everyone else, even though they cannot have access to in-flight entertainment or updates from the crew.  Other entertainment services like Pay TV and mobile phones charge Deaf people the same amount but offer fewer subtitled television programmes and only limited texting services.  

Implications for the budgets

Addressing most of the issues raised above is ostensibly the responsibility of the business, whether the airline, cable service provider or hotelier and are therefore not addressed in the budgets for people with hearing impairments or who are deaf.

1.17.5 Overcoming Barriers with Information and Technology

Summary of discussions

The high needs and moderate needs forums identified different means of reducing social and physical barriers.

People with moderate needs use a variety of technologies to access information and to communicate.  One of the most essential resources that enables participation is a personal hearing loop that amplifies the sounds around them.  Most public places are not equipped with built-in hearing loop systems to amplify sound, so having a personal system allows immediate access to conversations, movies, theatrical performances, or group social gatherings.  It is not a perfect solution as the equipment cannot yet distinguish which sounds are desirable and which are not, so quieter environments with few competing noises are the best for clear sound.

The problem with getting such a device may be as simple as being told it exists.  The group discussed the lack of information about what supports and technology are available to them.  Often it is up to them to identify the need and find the solution on their own.

“I said, ‘It would be great if I had my own personal loop system,’ not knowing that there was such a thing.  And that’s when it all came out: ‘Oh, well would you like a loop system?’  And then I think, well nobody tells you these things.”

In addition to the personal hearing loop, computers with broadband internet access, fax machines, telephones and mobile phones with texting or sound amplifying features are essential resources in daily living.

Implications for the budgets

The participants’ review of the original budget standards in both groups resulted in the addition of a number of items required to access information and for communication.  Whereas people in the moderate needs group identified personal hearing loops and mobile phones as a key resources, the high needs group added mobile fax machines, DVD recorders that record subtitles, and broadband internet access to their budget.

1.17.6 Overcoming Barriers with Interpreters and Other Support

Summary of discussions

The high needs group discussed how interpreters are the most essential resource for someone who is Deaf or who has a high needs hearing impairment.  As with the personal hearing loop used by those with moderate needs hearing impairment, the interpreter is an essential tool for communication between New Zealand Sign Language users and non-users.  Note takers were also identified as a useful resource in some special situations such as meetings, classes or work.  In addition, hearing dogs were noted as being a useful resource in the community and around the home as they can alert the Deaf person to sounds like voices, doorbells or sirens.

Implications for the budgets

The types of support required by each group were also quite different.  People in the moderate needs group required support in their household activities due to problems with balance.  Therefore, hours of support were added for some housework and maintenance.

Many of the participants in the high needs group were Deaf and while some technology was identified as useful for reducing barriers in their daily living, timely access to communication support in the form of an interpreter was deemed an invaluable resource.  The participants expressed the view that interpreters were not always needed, but there were occasions when they were very important (such as during a medical visit).  A note taker was also included for some social events and a hearing dog was also seen as an important support in providing greater independence and access to the community.

The participants also mentioned the need for workplaces to adapt to meet their needs.  However, these expenses were not included in the budget since they are out of the scope of this project.  

Summary of the Budget Standard (Moderate Needs)

The revised budget standard for someone with hearing impairment and moderate needs is shown in Table 13.  Excluding time, the additional weekly cost was calculated to be $234.  Support time constituted 53% of the budget followed by equipment which was 44% of the weekly budget (due primarily to increased expenses in information).  When opportunity cost of lost time was included in the analysis, the average weekly cost fell to $204.  Detailed budgets are shown in Appendix C.
Table 13.  Summary weekly costs – Hearing impairment, Moderate needs

	Hearing Impairment,
Moderate Needs
	Support
	Transport
	Equipment
	Weekly cost (excluding time)
	Time
	Total weekly cost

	Light Housework
	$19.50
	$0
	$0
	$19.50
	$0
	$19.50

	Heavy Housework
	$86.15
	$0
	$0
	$86.15
	-$42.75
	$43.40

	Meal Preparation
	$0
	$0
	$0
	$0
	$0
	$0

	Personal Care
	$0
	$0
	$0
	$0
	$0
	$0

	Household Admin.  
	$0
	$0
	$0
	$0
	$0
	$0

	Shopping
	$0
	$0
	$0
	$0
	$0
	$0

	Food and Clothing
	$0
	$0
	$0
	$0
	$0
	$0

	Health and Well Being
	$0
	$5.13
	$0.96
	$6.09
	$8.21
	$14.30

	Housing
	$0
	$0
	$12.10
	$12.10
	$0
	$12.10

	Information
	$0
	$0
	$89.02
	$89.02
	$0
	$89.02

	Occupation
	$17.80
	$3.10
	$0
	$20.90
	$4.96
	$25.86

	Participation
	$0
	$0
	$0
	$0
	$0
	$0

	Total
	$123.45
	$8.23
	$102.08
	$233.76
	-$29.58
	$204.17

	% of total 
(excluding time)
	52.8%
	3.5%
	43.7%
	 
	 
	 

	% of total 
(including time)
	60.5%
	4.0%
	50.0%
	 
	-14.5%
	 


Support

Support person time comprises approximately 53% of the weekly budget for a person with hearing impairment and requires $123 per week.

· $86 per week is allocated towards heavy housework.  Support is often required because of dizziness and other balance related problems associated with hearing impairment.  2 hours of support per week is help get household maintenance done while 8 hours each year is allocated for spring cleaning (clearing gutters, etc).  

· $20 per week includes 1 hour of support each week for light housework.

· $18 per week includes 1 hour of support person time each month to attend a life coaching session and also includes the life coaching/career planning professional’s time.
Equipment

Equipment related expenses total $102 per week and comprise 44% of the weekly costs associated with having a hearing impairment.

· $89 per week for information includes a mobile phone, computer with broadband internet access, hearing aids, a personal loop system as well as a vibrating alarm clock and a vibrating/flashing doorbell.

· $12 per week for housing is allocated to cover a monitored domestic security alarm, security lights and a flashing/vibrating smoke alarm.

Transport

The additional costs of transport for someone with a hearing impairment are minimal compared to some of the other budgets.  Largely private vehicles and public transport are used to access the wider community.  Transport makes up 4% of the moderate needs weekly budget at $8 per week.

· $5 per week is required for transport to access health related appointments including audiologists (1 visit every 2 months), hearing technicians (1 visit per year), ear suctioning appointments (1 visit per year) as well as peer support sessions (1 per month).

· $3 per week is allocated for transport costs associated with occupation, including life coaching/career planning sessions.

Time

The value of the additional time required by people with a hearing impairment and moderate needs is $30 per week. This is shown as a negative number to indicate a credit of time that results from support staff managing some of the activities of daily living for the disabled person.

· -$43 per week for heavy housework represents the gain in disabled people’s time as a support worker does some of their heavy housework for them (2 hours of home maintenance each week and 8 hours of spring cleaning each year).

· $8 per week for health and well being is the value of the additional time a person with a hearing impairment spends at peer support sessions.

· $5 per week for occupation represents the value of the additional time a person with a hearing impairment spends at life coaching sessions each month.

Summary of the Budget Standard (High Needs)

The revised budget standard for someone with hearing impairment and high needs is shown in Table 14.  Excluding time, the additional weekly cost was calculated to be $751.  Support time constituted 60% of the budget.  Equipment, particularly information technology, was the next most significant component of the budget, constituting 39% of the total.  

Including the opportunity costs increased the overall average weekly budget to $761.  Lost time was less than 2% of this total.  Detailed budgets are shown in Appendix C.
Table 14.  Summary weekly costs – Hearing impairment, High needs

	Hearing Impairment,
High Needs
	Support
	Transport
	Equipment
	Weekly cost (excluding time)
	Time
	Total weekly cost

	Light Housework
	$0
	$0
	$0
	$0
	$0
	$0

	Heavy Housework
	$0
	$0
	$0
	$0
	$0
	$0

	Meal Preparation
	$0
	$0
	$0
	$0
	$0
	$0

	Personal Care
	$0
	$0
	$0
	$0
	$0
	$0

	Household Admin.
	$0
	$0
	$0
	$0
	$0
	$0

	Shopping
	$135.00
	$0
	$0
	$135.00
	$0
	$135.00

	Food and Clothing
	$0
	$0
	$0
	$0
	$0
	$0

	Health and Well Being
	$30.00
	$3.10
	$0
	$33.10
	$4.96
	$38.06

	Housing
	$0
	$0
	$12.62
	$12.62
	$0
	$12.62

	Information
	$11.54
	$0
	$129.93
	$141.47
	$0
	$141.47

	Occupation
	$27.50
	$3.10
	$0
	$30.60
	$4.96
	$35.56

	Participation
	$249.81
	$0
	$148.25
	$398.06
	$0
	$398.06

	Total
	$453.85
	$6.20
	$290.81
	$750.86
	$9.93
	$760.78

	% of total 
(excluding time)
	60.4%
	0.8%
	38.7%
	 
	 
	 

	% of total 
(including time)
	59.7%
	0.8%
	38.2%
	 
	1.3%
	 


Support

For someone with a high needs hearing impairment or who is deaf, support related costs pertain to the cost of having an interpreter or note taker to assist in communicating across areas of life.  Interpreter support makes up 60% of the weekly budget and costs $454 per week.

· $250 per week is for participation and includes 4 hours of interpreter support each week as well as 2 hours of preparation for new interpreters each year as well as 1 hour per month to have a note taker attend activities.

· $135 per week for shopping includes 2 hours of interpreter support each week for grocery shopping and 1 hour per month of interpreter support for personal shopping.  

· $30 per week for health and well being includes the cost of an interpreter for 1 medical visit per month and 1 peer support session per month.

· $33 per week is allocated to the occupation category for both interpreter support at life coaching sessions (1 per month) and for the sessions themselves. In addition, $6 per week is included (information) for 1 session each year dedicated to computer and technology training so that the person can keep current with the equipment he or she uses every day.
Equipment

Equipment is largely comprised of technology such as batteries, computer software, broadband internet access and printing telephones.  It requires $291 per week and makes up 39% of the weekly budget for someone with a high needs hearing impairment.

· $148 per week for participation is largely comprised of the cost of owning a hearing dog but also includes hearing aids, extra insurance for hearing aids and a sign language course.

· $135 per week for information covers a wide range of technology to access information including: computer with broadband access, DVD recorder that records subtitles, vibrating alarm clock and alarm watch, scanner/printer, a Printacall Uniphone telephone, telephone relay service, a mobile phone with video messaging, a mobile fax machine and extra ink cartridges, as well as batteries for all portable technology.

· The remaining $8 per week covers safety at home and includes the cost of security lights, a monitored domestic alarm system, and a flashing/vibrating doorbell and smoke alarm.
Transport

Transport related costs total $6 per week and comprise 1% of the weekly budget.  People with high needs will use public transport or private vehicles to access the wider community so their transport costs are very close to those faced by non-disabled people.

· $3 per week for health and well being is related to the additional costs associated with attending peer support sessions (1 trip per month).

· $3 per week for occupation includes the additional cost of attending life coaching sessions each month (1 trip per month).

Time

As a person with a high needs hearing impairment or who is Deaf carries out many activities of daily living (shopping, meal preparation, participation, etc) without support, this budget does not include any credits of time from having support staff complete these activities on their behalf.  The extra time associated with having an impairment is minimal in this case and is associated with attending special support sessions.

· $5 per week for health and well being includes the value of the disabled person’s extra time spent attending peer support sessions each month.

· $5 per week for occupation represents the value of 1 hour of a disabled person’s time spent attending life coaching sessions each month.

1.17.7 The Difference Between High and Moderate Needs
The additional cost associated with having a hearing impairment ranges from $204 per week for someone with moderate needs to $761 per week for someone with high needs and is largely driven by the costs associated with technology to access information and support.

For people who have a high level of need, human support in the form of interpreters and note takers are substituted for technology such as personal hearing loops that were identified in the moderate needs group.  This substitution has a significant impact on the weekly cost as hours of interpreter time far exceed the expense of a single piece of technology.  While the moderate needs budget requires $123 per week in support for activities around the house, the high needs budget requires $454 per week to cover the expenses associated with interpreters, note takers and other support.
1.18 Intellectual Impairment

1.18.1 The Feedback Forum Process

Two feedback forums were held to explore the resource needs of people with an intellectual impairment.  One forum focused on people with moderate needs and the other on people with high needs.  Both forums were facilitated by a disabled researcher from the research team and a reference group member who has an intellectual impairment.  
Eight people participated in the moderate needs feedback forum and were provided with a description of “David”.  

David is a young man in his early twenties living at home on the family farm with his parents and younger sibling.  David has epilepsy but it is well controlled by medication.  He has not been in employment since he left school, but helps out around the farm.  Because of this experience he is physically fit and has some knowledge about aspects of pasture & animal care.  Many of David’s friends from the local school have now left the area to pursue tertiary education or careers and he has found it difficult to meet new friends a similar age to him.  Having always been a social person, David has made friends with a few local farm-hands.  They like to spend Friday and Saturday nights at the pub, but there are some concerns and risks associated with this kind of socialising.  For example, David has spent his full benefit in one night shouting drinks for people.  Other times he does not show good judgment when agreeing to travel in cars with others whom have been drinking.

Five people participated in the high needs feedback forum and were provided with a description of “Ben”.

Ben is 20-years-old and lives in Auckland, in a purpose built house with two other young adults with high support needs.  The house is owned and staffed by a not for profit organisation.   If Ben is unwell or unable to attend school, his mother Tina is called in to provide one-to-one support for him during school hours, usually at her home, because the house Ben lives in is locked up during the day when staff are not around.  Though happy living there, Ben is obsessed with escaping from home.  Ben and his flatmates need a safe living environment and this has been taken into account in the building of the house.  In general Ben is well.  He needs support for all aspects of daily life, including bathing, dressing and eating.  He takes large doses of three different anti-epileptic drugs, which help to control his seizures and keep him alert.  When he has periods of high seizure activity, Ben becomes unsteady on his feet and is at risk of injuring himself.  He uses a wheelchair at these times and sometimes for safe transport.  

Participants reviewed draft budgets and commented on the items and their quantities, and on what should be included, removed, or changed to ensure a disabled person could achieve an ordinary life.  For all of these items, input was sought from the project’s Strategic Advisors and Reference Group members for consensus and rationale.

Following the two feedback forums, the research team and Reference Group noted a number of gaps in the resources identified by the high needs forum participants.  It was decided to consult parents of people with high needs intellectual impairment during the second wave of feedback forums to ensure that the budgets were as comprehensive as possible. Feedback from all participants informs the following discussion.  The following sections break down the points arising out of the feedback forums into seven areas – supported living, a buddy system, participation, needing support to feel safe, finding occupational opportunities, transport, and technology.  Each section summarises the discussions, and then translates that where relevant into specific resource requirements.  Detailed budgets are shown in Appendix C.
1.18.2 Supported Living

Summary of discussions

All the feedback forum participants lived in some form of supported living environment.  For some, this meant living at home with family members or caregivers.  For others, it meant living in a residential setting such as a group home with 24 hour support or a flatting situation with some home-based support services.  Participants’ identification of their needs and resources was much influenced by their personal living experience.  However, as mentioned above, this study treats each disabled person as a household unit, so that informal support costs often transferred onto families or aggregated in institutional settings are revealed on an equal footing.  Budget totals are therefore likely to represent costs which would be met by a mixture of government funding, personal provision and natural supports.
Participants in the moderate needs forum reported that they received assistance with cleaning, cooking, and personal care including getting ready in the morning and getting to work.  They also noted that they may need support in areas such as choosing appropriate clothing, understanding written language such as bus signs, handling money, understanding technology, health information and taking medication.  Participants also discussed the requirement for support to self advocate.

“Somebody who is going to help you and support you getting things in the community.  Help you to do some advocating about what we need or say.  That we have a voice.” 

“Some of the doctors tend to use big words and it is a bit hard to understand.  If we have support people it means that they can come up to us and say that this is what they were trying to get through to us.  The big buzz words that they use.” 

Some of the bonuses to living in a supported environment were identified as having the opportunity to meet new friends, and getting out and doing things people like to do with others.  The group did, however, note that there is a lack of choice of which group home they live in and that generally there are not enough staff members on duty to allow them to get out and do what they want when they want to do it.  

For someone with an intellectual impairment and a high level of need, the participants identified that support person time may be an essential resource in every aspect of daily living.  This may include a fairly constant level of support across all aspects of a person’s life including having someone to sleep over.  

The personal story presented to participants describes “Ben” as a person who requires a high level of support to meet his needs.  Ben also has epilepsy.  The rationale for including epilepsy as part of his story is based on the elevated occurrence of epilepsy in people with intellectual impairment.  It is acknowledged that multiple impairments are outside the scope of this study.  However, it was evident to the project team that participants would have needs other than those associated with their intellectual impairment, and it was felt to be important to provide a story that they could easily relate to.  It was often challenging to determine how much need discussed was due to intellectual impairment or arising from another impairment or health condition.  

“(Person) has quite a high level of care.  She is an insulin dependent diabetic and she is on 4 to 5 injections a day, on a good day, and she needs somebody to actually help her administer that.  She can test her own blood sugar but that is on a good day.  If she gets unwell or has a different food intake, exercise, that changes on a daily basis as well.  
So for her even though she is pretty independent in some respects, she dresses herself and all the other things, looks after herself, she needs this high level of care.  She is very shy.  So she needs somebody there all the time.”

Depending on the degree of need, a support worker may act as a guide, a buddy, or for those with the highest levels of need, the support person may serve as a translator of gestures or of a particular accent to allow a person to communicate with others.  In this situation, the importance of the support person really knowing the person they support was noted.

“Get help with your shopping so maybe you need a bit of guidance sometimes not too buy too many things that you shouldn’t be eating.” 

“Somebody to help to tell for me.” 

“You would need somebody to learn your accent.”

“She needs people who know her, to help support her.  And sometimes that isn’t possible.  And that is even more frustrating.”

“It needs to be a long term relationship.”

Because support people may be a key resource for communicating or translating for a person throughout every aspect of their daily lives, participants stressed the importance of support people having the right characteristics.  Sometimes that meant having support people who are close in age or who are the same gender as the person they support.  Personal qualities like being respectful were also discussed.

“When you are in your 30s it would be nice to have some younger ones.”

Participants noted that generally staff members do not stay in their roles for very long.  The high turnover rate for support people means having to re-establish an intimate relationship over and over again and relying on the next staff person to take the time to get to know the people they are supporting and to appreciate their role as a key link between the person they support and the rest of the community.  As with the group that discussed the needs of people with physical impairment, this group emphasised the importance of having a choice over who fills this key support position.

“When it comes to the housing situation, I think the greatest thing you mentioned about choice of caregivers… I don’t think they have any choice.”

Depending on the degree of need for support and supervision a person has, support people may serve as guides for daily activities such as cleaning and cooking or they may take over these responsibilities altogether.  The group noted the importance of the support being provided matching their level of need to ensure that they can be as independent as possible.  
Support people need to be mindful of providing opportunities for people to have a choice about being independent in their daily living tasks.

“We are either independent or we are not.  That’s what it comes down to, doesn’t it.”

“I think that I have noticed sometimes that when you go shopping, I think the staff actually does the shopping for them.  A lot of the staff do all that stuff for them.”

Autonomy

As most participants live in a supported living environment, a major issue revolved around how much control and independence residents are allowed to have.  The participants said that the degree of control in the environment should match the individual needs of the residents rather than one set of rules for everyone regardless of his or her level of responsibility.  If there is little or no freedom for residents to make choices for themselves, then participants reported that they felt disrespected by the residential care staff.  The group said that staff members should set appropriate boundaries, provide support, but also allow residents to become more independent.  The participants said they need support in making choices and setting lifestyle goals, but should not necessarily have to ask permission every time they want to do something.

Being independent and choosing where you live

Getting into supported housing in the community and living with people similar in age and having support people who are also similar in age was identified as an essential part of attaining an ordinary life.  While some of the participants invited a parent to support them in their participation in the group, they were able to discuss the importance of being able to move out of the family home and into the community to achieve some independence.

Are you happy at home with your mum or would you like to move out?

“Move out.”

And would you like to live with other people or on your own?

“Other people.”

And would you like to live with other disabled people or people without disabilities or a mixture?

“A mixture is alright.”

“I think ultimately [she] would prefer to live with less numbers of people.  However in a one to one flatting situation, personalities come into it much more strongly and that is not quite as easy to cope with.  She comes home to me on a very regular basis in the school holidays.”
One participant expressed concern about the location of group homes in the community.  In her experience the houses are located down long drives, out of the way, and not integrated into the wider community.  Being isolated also has implications for safety. 
“They buy houses down long drives, now this to me does something that I think is very bad.  They say that it’s safer.  I don’t think it is safer to be perfectly honest.  
And it does mean that if you hare down a long drive and you don’t have neighbours close that you don’t interact with your neighbours or the community.”  

Implications for the budget

Participants’ responses suggested that essential resources to someone with moderate needs intellectual impairment are the safety and security of a supported living environment and personal support that is tailored to meet the individual needs of the person.

A key consideration when translating the information provided by participants in the moderate needs forum into budgets is the support already being provided in the current living situation, and that this support is provided for a group as a whole rather than individually based.  The number of support hours identified for activities such as meal preparation and activities of daily living look relatively small as generally participants determined that they could do many of these activities themselves if taught and given the opportunity.  The final budget standard was revised to incorporate the input from the participants.  However, it is difficult to tell whether this is an underestimation since most of the participants were currently living in a group environment and their responses were influenced by this.

The participants agreed that people with high needs may need up to 24 hour support to be safe in their home and have their personal support needs met, including support to complete activities of daily living.

1.18.3 A Buddy System

Summary of discussions

While paid staff may provide direction and support in activities of daily living such as preparing meals and doing household chores, it was determined that a separate and distinct person is needed to support people to participate fully in the community.  The participants in the moderate needs forum determined that a buddy system would assist them to be included in the community by introducing socialisation opportunities and modelling what is required to be accepted in environments such as a club or the movies.  Unlike a residential care employee, this person would act more as a mentor rather than a supervisor and would role model the kind of responsibility required to be more independent in the community.

Participants also explained that a buddy may be useful in ensuring that a person with a moderate needs intellectual impairment is not subjected to abuse by non-disabled people.  Participants noted that people with intellectual impairment are at much higher risk of being harassed and beaten up when they are out in the community.  

Participants in the high needs group also discussed the importance of a buddy to help them achieve an ordinary life and participate in the community like anyone else.  But the group asserted that for a person with high needs the level of involvement of the buddy as well as the number of hours was likely to be higher than for a person with moderate needs.  That is, whereas a person with moderate needs might require support and guidance in some situations, the high needs group thought a buddy needed to be involved in a person’s life for the long haul.

A buddy system was suggested as particularly important if a person is living at home with parents or with people who are considerably older, or if they spend all their time with staff members.  

“I do think that encouraging some form of buddy system between somebody who has no disability….matching up somebody who can be a buddy to that person.  And take them out to anything they like.  Take somebody out to a movie, to go out and have a drink, to the park, to go out for dinner.  But it has to be an ongoing thing.  We have tried this before and unfortunately it drops off during a short space of time.  But it is the friendship thing with people of your own age that is terribly important.”

“My daughter is 41 and I am 75.  The age gap is becoming more obvious as we both get older, she prefers the company of young people.  When she is home with me for six weeks over the long school holiday, she misses the companionship and the cut and thrust of other younger people.  So it is very important that she has that connection with younger people.  I’m a widow and have been for a very long time, and although she has a sister and a brother, they both have their own families, so she doesn’t have that connection quite as much.”  

Participants referred to the need for advocacy services to support them when they have limited choices available to them or feel they are being treated unfairly.  Additionally, alternate approaches to funding paid staff were considered.  These include support staff being trained in specialised roles such as life coaches.

Implications for the budget

In contrast with paid support staff, initiatives involving unpaid staff have been developed to meet the advocacy, social network and community participation needs of people with intellectual impairment.  Factors perceived to contribute to the success of the unpaid support worker model include the notion that people ‘are there because they want to be’, are focused on the interests of one person, and support and facilitate relationships in appropriate settings.  

The purpose of a ‘buddy programme’ is to match a person with a buddy (a ‘non-disabled’ volunteer usually of a similar age range) who will introduce and join them in a range of activities including participation in local clubs and facilities.  It is primarily designed to support people to engage in social activities that will develop their social relationship skills, community networks and ‘circle of friends’, often outside of those with people with intellectual impairment.  

In contrast, advocacy services primarily aim to promote and defend the rights and interests of people who for a number of reasons need this type of support.  These reasons may include having no-one in your life apart from paid support people, or being involved with services that do not meet your needs and infringe upon your rights.

The scope of the models is not necessarily exclusive and can overlap.  Volunteers engaged in these programmes do not usually receive remuneration, but there are cost implications involved with operating these programmes and in volunteer time and expenses.  

1.18.4 Participation

Summary of discussions

As noted above, participants’ identification of their needs and resources was very much influenced by their personal experience. Discussions about participation often revolved around current living arrangements and the availability of resources within that environment. 
It was apparent from the participant discussion in both forums that their ‘circle of friends’ or people they socialised with tended to be limited to family or the people they lived with.  For some, support to access and participate in the community appeared to be reliant on the availability of staff and resources to make it happen.  In some instances this could mean an ‘everybody goes or nobody goes’ approach.  The barriers to accessing the community were generally identified by forum participants as availability of staff to support the ‘outing’, transport and affordability.  

“Some of us want to go to a movie and others don’t want too.  Maybe they want to stay home and watch TV, maybe they want to have a snooze or go and visit someone, but what happens is only one staff member on and so sorry guys you have got to go to the movies.  That is what you are doing.” 

“They have only got one person there who can drive, or only one person working.  And some of the people working in the houses don’t have licences to drive.” 

Staffing ratios are typically based on the safety and support needs of the residents in a group home.  Resources such as staffing levels, personal income, access and availability of transport, staff attitudes and understanding of community participation impact on an individuals’ capacity to interact with their community.  Additionally some individuals within a group home may have greater or alternate support needs than others.  This can impact on those requiring less support to interact with their community.

“For (participant) because she can’t go anywhere unless she is in her wheelchair, whereas her flatmates, we can book a taxi and go.  With (participant) we have to book a mobility taxi and they are very difficult to get, if we don’t have staff to drive the van.”  

Choices for participation, socialising, and recreation varied within the group and included collecting CDs, going out for coffee, seeing a movie, or having a drink with friends.  The group said that they would want to go out socialising at least once a week, maybe twice, but that they would need support from someone their own age to do so.

Implications for the budget

A volunteer to act as a friend or ‘buddy’ was added to both budgets to ensure people with intellectual impairment have one-to-one support to access the recreational activities they personally enjoy, regardless of the interests of the group of people they live with, on a regular basis.  Eight hours of time with a ‘buddy’ is included in both budgets.

1.18.5 Needing Support to Feel Safe

Summary of discussions

Safety and security is largely dependent on having the right amount of support from a buddy system or support person when it is needed.  For someone with intellectual impairment, a mobile phone can be another essential tool for participation and safety in the community.  Mobile phones can be programmed for quick and easy dialling in emergencies or to get taxis.  Additionally it was suggested that the cell phone should be equipped with large buttons and a large screen that would enable a person to call for help if lost or in danger.

“It gets back to what I said earlier to have a mobile phone and be able to use it, and maybe not cost as much.  To me would be one of the big things because you can then communicate with somebody else.  If you have got a programmed phone that makes it very much easier.”

“I feel safe when there is a lot of people around.” 

“I think safe is when there is a caregiver which is good.  Although I don’t get frightened but it is good to have a caregiver to be sure.  And we have rules with that too like if I get sick, sometimes when I go home, a lot of times we have to go to work at that time, safety we do is that when we go to the workshop there is always staff there.”

Implications for the budgets

In addition to having a ‘buddy’, both budgets include a mobile phone to ensure security when out in the community and easy access to support and information.

1.18.6 Finding Occupational Opportunities

Summary of discussions

While most participants spoke about wanting to find paid employment opportunities, they identified numerous barriers which prevented them from obtaining regular paid work, mostly having to do with society’s attitudes towards disabled people.  One of the reasons employers were discouraged from hiring them was that they lacked work experience or sufficient credentials.  However, it is very difficult to find opportunities to gain unpaid work experience to prove that you can do the work.  Workers with intellectual impairment are seen as being too much of a risk or are allowed to do the same tasks as non-disabled employees, but only as volunteers rather than paid staff.

“There are not very many businesses that want to be bothered with work experience.  Because quite often [she] might need more supervision as opposed to work experience and they don’t want to spend the time or money letting one of their employees do it.  I mean perhaps it would be good for the government to give more incentives to businesses to offer a work experience situation.”

“She has helped at a couple of daycare centres, one of which had her there for 3 years did not acknowledge what she was doing.  The staff and owner would not give her a badge to say her name, would not allow her to wear the t-shirt that was part and parcel of the organisation, and would not pay her because she had been put there as work experience.  And one day she turned around and said ‘everybody else gets paid, why don’t I, and I’m not going back’.”

Many of the group were actively seeking opportunities for occupation, paid or unpaid.  They identified a number of areas where they thought they needed support to develop some key skills and to become more independent.  Improving literacy, learning to drive and on a larger scale, having someone like a life coach help them make goals and make plans to achieve goals, were seen as useful resources for opening up opportunities for participation.  As one support person noted, for people with high levels of need, who may need 24 hour support, the question about what kind of life he or she wants to achieve may not even be asked.
But she doesn’t have to think about her goals often.  Especially, if you think life experience limits the amount that you can look at doing.  I’m sure there are some things that she would like to do, certainly around communication to be able to say what some of the things are that can be easily got out by guessing with the coach.

Implications for the budgets

Life coaching, career planning and future planning is included in both budgets to ensure people with intellectual impairment have the opportunity to explore the options available to them in terms of making a meaningful contribution with their time and talents.  Support staff time is also allocated to this activity to ensure the disabled person can continue to meet their own basic needs as well as access the more specialised support and guidance provided by a life coach.

1.18.7 Transport
Summary of discussions

Depending on their level of independence, participants used a variety of modes of transport including taxis, public transport buses, or vans owned by their supported living homes.  For those who said they used the bus to get around, they only travelled set routes on their own.  If they were going to a new area, then they would typically need support to navigate their way around.  
Implications for the budgets

While the moderate needs group largely depended on public transport and private vehicles to access the community, the high needs group relied on taxis.  Trips are allocated for shopping, accessing health care services, accessing life coaching and career planning opportunities, as well as four trips each week to participate in the community (volunteering, etc) and to socialise with friends and family.

1.18.8 Technology

Summary of discussions

For some, access to their favourite type of recreation may be fraught by incompatible products that don’t meet the needs of all users.  For example, if playing music and watching DVDs is a favourite pastime, CD players and DVD players may be prohibitively complicated to operate.  The group discussed how some modern technology can simplify tasks considerably.

“The videos and CDs get broken quite often... so it is an added expense for him.”

“You can customise software so the computer screen can look like the front of a video recorder, so just like push using the old key but it is all computerised.”

Implications for the budgets

A modified mobile phone with large buttons was included in the budget to ensure easy access to support, friends and family, and for security purposes.

Summary of the Budget Standard (Moderate Needs)

The revised budget standard for someone with intellectual impairment and moderate needs is shown in Table 15.  Excluding time, the additional weekly cost was calculated to be $737, of which the majority (98%) was for support.  Given this level of support, the opportunity costs decreased, resulting in an average weekly cost of $578.  Detailed budgets are shown in Appendix C.
Table 15.  Summary weekly costs – Intellectual impairment, Moderate needs

	Intellectual Impairment,
Moderate Needs
	Support
	Transport
	Equipment
	Weekly cost (excluding time)
	Time
	Total weekly cost

	Light Housework
	$117.00
	$0
	$0
	$117.00
	-$39.00
	$78.00

	Heavy Housework
	$172.31
	$0
	$0
	$172.31
	-$85.51
	$86.80

	Meal Preparation
	$127.20
	$0
	$0.77
	$127.97
	$0
	$127.97

	Personal Care
	$84.80
	$0
	$0
	$84.80
	-$39.70
	$45.10

	Household Admin.
	$21.20
	$0
	$0
	$21.20
	$0
	$21.20

	Shopping
	$84.80
	$0
	$0
	$84.80
	$0
	$84.80

	Food and Clothing
	$0
	$0
	$0
	$0
	$0
	$0

	Health and Well Being
	$7.07
	$0
	$0
	$7.07
	$0
	$7.07

	Housing
	$0
	$0
	$0
	$0
	$0
	$0

	Information
	$0
	$0
	$9.74
	$9.74
	$0
	$9.74

	Occupation
	$24.53
	$3.10
	$0
	$27.63
	$4.96
	$32.59

	Participation
	$84.80
	$0
	$0
	$84.80
	$0
	$84.80

	Total
	$723.71
	$3.10
	$10.51
	$737.31
	-$159.25
	$578.07

	% of total 
(excluding time)
	98.2%
	0.4%
	1.4%
	 
	 
	 

	% of total 
(including time)
	125.2%
	0.5%
	1.8%
	 
	-27.5%
	 


Support

98% of the total weekly budget for someone with a moderate needs intellectual impairment is allocated for support person time.  This includes someone to come into the home and help out with activities of daily living as well as someone who acts as a buddy or friend and supports a person to actively participate in the community.
· $522 per week covers the cost of support person time to assist with activities of daily living around the home.  This includes 6 hours each week to help with cleaning and laundry, 4 hours each week for home maintenance, 16 hours per year for spring cleaning, 6 hours of support with meal preparation, 4 hours each week for help with personal hygiene and appearance, and 1 hour per week to help with paying bills and other household administration.

· $85 per week for shopping includes 3 hours of support to do grocery shopping and 4 hours of support for personal shopping (haircut, coffee, clothes shopping, etc).

· $85 per week for participation is for 4 hours of support each week from a buddy to help the person get involved in the community and have an active social life.

· The remaining $32 of support person time in the budget includes support to attend 4 medical visits every 3 months, and one hour per month of support to attend career planning, professional development or some other form of occupation-related activity and one hour for the session itself.  This also includes driving lessons to gain extra support and confidence on the roads so that the person can be more independent.
Equipment

The costs associated with equipment are relatively small for the moderate needs intellectual impairment budget.  They comprise 1% of the total weekly budget at $11 per week.

· $10 per week for information includes the cost of purchasing a mobile phone and covering the monthly charges to ensure safety and easy access to support if it is needed.

· $1 per week for meal preparation covers the cost of a microwave for ease of making meals at home.

Transport

Transport costs are minimal for the moderate needs intellectual impairment budget and comprise less than 1% of the weekly costs.  

· $3 per week for occupation covers the cost of one extra trip using a privately owned vehicle or public transport each month that someone with a moderate needs intellectual impairment might need to facilitate getting to a job related, professional development, or life coaching appointment.

Time

The budget for someone with a moderate needs intellectual impairment includes support person time to do some activities for the disabled person.  This results in a credit of time that is valued at $159 per week which is shown as a negative number.  The time credit comes from having a support person do some of the light housework (2 hours), all of the heavy housework (4 hours per week and 16 hours spring cleaning per year), and some personal care activities (2 hours per week) for the disabled person.

Summary of the Budget Standard (High Needs)
The revised budget standard for someone with intellectual impairment and high needs is shown in Table 16.  Excluding time, the additional weekly cost was calculated to be $2,878, of which the majority (88%) was for support.  Factoring in the additional time decreased the average weekly cost to $2,568.  Detailed budgets are shown in Appendix C.
Table 16.  Summary weekly costs – Intellectual impairment, High needs

	Intellectual Impairment,
High Needs
	Support
	Transport
	Equipment
	Weekly cost (excluding time)
	Time
	Total weekly cost

	Light Housework
	$117.00
	$0
	$13.27
	$130.27
	-$117.00
	$13.27

	Heavy Housework
	$172.31
	$0
	$9.23
	$181.54
	-$85.51
	$96.03

	Meal Preparation
	$127.20
	$0
	$0
	$127.20
	-$119.10
	$8.10

	Personal Care
	$1,961.20
	$0
	$91.60
	$2,052.80
	$0
	$2,052.80

	Household Admin.
	$21.20
	$0
	$0
	$21.20
	$0
	$21.20

	Shopping
	$84.80
	$19.20
	$0
	$104.00
	$0
	$104.00

	Food and Clothing
	$0
	$0
	$37.12
	$37.12
	$0
	$37.12

	Health and Well Being
	$12.37
	$18.43
	$0
	$30.80
	$11.58
	$42.38

	Housing
	$0
	$0
	$81.82
	$81.82
	$0
	$81.82

	Information
	$0
	$0
	$9.74
	$9.74
	$0
	$9.74

	Occupation
	$0
	$0
	$0
	$0
	$0
	$0

	Participation
	$24.46
	$76.80
	$0
	$101.26
	$0
	$101.26

	Total
	$2,520.54
	$114.43
	$242.78
	$2,877.75
	-$310.03
	$2,567.72

	% of total 
(excluding time)
	87.6%
	4.0%
	8.4%
	 
	 
	 

	% of total 
(including time)
	98.2%
	4.5%
	9.5%
	 
	-12.1%
	 


Support

Similar to the moderate needs budget, the largest proportion (88%) of the high needs budget is required to cover the significant costs associated with having support available.  In this case, support is provided 24 hour per day, 7 days per week and costs $2,520 per week.  This includes:

· $1961 per week for personal care and support not only covers support with personal hygiene and grooming for 6 hours every week, but also includes a personal assistant who sleeps over 7 nights per week and other round the clock support for 70 hours every week.

· $438 per week covers the cost of support people to manage most activities of daily living for the disabled person.  This includes 6 hours of support with household chores each week, 4 hours of general home maintenance and lawn mowing each week, two days (16 hours) of spring cleaning every year, 6 hours of cooking each week, and 1 hour of support to manage banking and bills.

· The remaining $122 per week includes support time for accessing the community and participation.  This includes 3 hours of support to get grocery shopping done, 4 hours per month for personal shopping such as haircuts, clothes shopping, and coffee, and support to access health and medical appointments.  A back up assistant is also included for 60 hours each year in case the regular support person is unavailable or unable to work.

Equipment

The second largest portion of the budget (8%) is allocated to cover the costs associated with equipment ($243 per week).  This includes:

· $92 per week for personal care includes the cost of continence products, extra toilet paper and tissue, wound ointment and wet wipes.

· $82 per week for housing includes the cost of extra housing insurance as well as ensuring the home is safe and secure by providing a fenced yard and a monitored alarm system.

· $37 per week for food and clothing includes the cost of replacing  items of clothing which are easily worn out as well as ensuring special dietary needs are met.

· The remaining $32 in the equipment budget  includes extra cleaning supplies such as washing powder, toilet cleaning products and antibacterial laundry washes, as well as repairs to damage in the home such as broken windows and other household goods.  This also covers the cost of a mobile phone and the monthly charges.  This may be used by the disabled person or the support person who accompanies him or her to ensure safety and easy access to support.

Transport

Finally, transport costs $114 per week and make up 4% of the weekly budget.  This includes:

· $77 per week for participation includes 4 trips per week using a taxi to access the community and participate in social activities.

· $18 per week for health and well being includes taxi trips to health care professionals.
· $19 per week for shopping covers the cost of 4 taxi trips each week to get grocery shopping and personal shopping done.

Time

The value of the additional time spent by someone with a moderate to high needs intellectual impairment is -$310 (the negative value representing a credit of time because support staff do some activities for the disabled person). While the disabled person may spend extra time accessing additional health care appointments due to his or her impairment, he or she will gain time by having a support person do most of the cooking and cleaning activities.
1.18.9 The Difference Between High and Moderate Needs
The costs associated with having an intellectual impairment range from $578 per week for someone with moderate needs to $2,568 per week for someone with high needs.  

The biggest influence on the increase in cost is the increase in human support required for activities of daily living and for participation in the community.  For someone with moderate needs support is provided in the form of guidance in activities of daily living when it is required.  For someone with high needs, however, support is much more intensive and is provided 24 hours per day, 7 days per week, by various types of support people (buddy system vs support worker).  

1.19 Mental Health Impairment

1.19.1 The Feedback Process

The research team had proposed moderate and high needs feedback forums for people with experience of mental health impairment, but had difficulty securing participants.  It seemed that people’s reluctance to participate as part of a group discussion was largely due to concerns about personal availability, the length of the proposed forums and sharing in a group situation.  Given this, the research team in consultation with the project’s Reference Group decided to conduct individual interviews to explore the resources required by people with mental health impairment.  
Eight people with a mental health impairment participated in the one-to-one interviews.  The interviews were conducted by a disabled researcher or a researcher with experience of working with people with mental health impairment.  Both researchers are members of the research team.

Following these interviews, a feedback forum was conducted with five consumer advocates to give consensus to the budgets and issues that arose in the individual sessions.  As advocates, the participants were able to speak about both their own personal experience and their broader knowledge of the issues of others with a mental health impairment.  The feedback forum was facilitated by a disabled researcher from the research team.  All participants were provided with descriptions of “Dan” and “Elizabeth”.  

Dan is an 18-year-old university student who has recently been diagnosed with Generalised Anxiety Disorder.  He has a history of anxiety problems and his university studies have made the problem more difficult to manage.  His general worrying about everything tends to give him chronic headaches, which have affected his ability to complete his university courses.  This has resulted in several failed grades and will mean that he will need to do an extra year of study to complete his degree in Economics.  Despite his anxiety issues, he has an active social life.  His anxiety has, however, prevented him from maintaining a part-time job to fund his studies.  He lives at home with his parents and younger sister.

Elizabeth is a 34-year-old woman who was diagnosed with schizophrenia when she was 19.  Her experience includes feelings of paranoia and grandiosity and are usually well-controlled by her medication.  When Elizabeth is well she regularly attends a mental health clinic for counselling and support, but she usually misses appointments during her psychotic episodes.  Elizabeth often stops taking her medication due to the unpleasant side-effects and this results in psychotic episodes that usually last for several weeks.  Elizabeth is a heavy smoker and has a poor diet.  Elizabeth left school at 15 and has had a variety of unskilled jobs.  These have usually ended during her psychotic episodes.  Recently she has found it very difficult to find any employment due to her bad work history and the stigma of having to disclose her history of mental illness to potential employers.  Elizabeth has infrequent contact with her family and few long-term friends.  

The following sections summarise points arising out of the individual and group discussions into ten areas – intermittent or fluctuating needs, activities of daily living, clothing, health and well being, housing, safety, occupation, transport barriers, participation and support, and navigating information.  Implications for the budgets are discussed in one subsequent section. Detailed budgets are shown in Appendix C.
Intermittent or Fluctuating Needs

Mental illness is often categorised using terms like “acute” and “chronic”, “mild”, and “severe” – but this does not provide much useful indication of need, and few participants used this terminology.  

By its nature mental illness may be intermittent and episodic, so a person will experience periods of low, moderate and high needs associated with their mental health impairment.  When a person is well, they may have few identifiable needs.  Most participants agreed that they experienced a range of higher needs when they were unwell (experiencing mental illness), and that at these times it may be more difficult to access the resources necessary to meet their needs.  

A person with mental health impairment may cycle between having moderate and high needs depending on their mental health status and individual circumstances.  Translating themes from the participant feedback into resource needs posed some challenges, explained in more detail in the Implications for the Budget section.

1.19.2 Activities of Daily Living

Participants in the interviews and the feedback forum noted that people may have few needs for support in the home and would not require many resources.  People with moderate needs would generally remain responsible for their own personal care, meal preparation, housework and personal shopping and would not require any support staff to get these activities done on a daily basis.  However, participants noted that taking medication or being unwell might mean things take longer to accomplish, do not get done at all, or might not be done to the usual standard.  

“It still takes the person with those issues sometimes twice or three times as long to achieve the same thing.”

For someone with a high level of need, support may be required throughout all activities of daily living.  This could be as a consequence of an episode of mental illness or long term mental illness, and/or short and long term effects of medication use.  Cleaning the house and preparing meals may not be a priority for someone when they are unwell.  Inability to attend to their personal hygiene needs or perform household tasks may also be a sign of the mental illness.  For example a person who is experiencing depression may be physically slow, feel tired, have no interest in how they or their home looks and may stop taking care of themselves.  A person experiencing less effective decision making as a result of altered thinking may struggle to shop for themselves.  A person may not realise at the time that their experiences are the result of being unwell.

A person with a high level of need may require a substantial amount of support to live in the community and may move in and out of residential care settings.  Most participants said they did not need support with household management and personal care on a day to day basis.  However, they noted that support with all aspects of daily living may be required when a person is becoming unwell, is unwell or is recovering from mental illness.  Effective monitoring and early identification of a person’s support needs can help avoid residential care.

“I am in a house, my place is just poor.  I don’t do anything because I’m sick…it makes it worse.  And then the Crisis Team comes along and says, why don’t you clean your place up…and then you feel even worse.  During certain periods it should be monitored.  The housework is an exceptionally important thing when you’re sick; not when you’re well because you need to get off your lazy bum and do it yourself.  But when you’re ill, you just can’t do it.”

“That (support at home) was mooted, when I was at (inpatient mental health unit).  I thought I’d have support people but I came home and I just carried on and cleaned my house and looked after my shopping myself.”

1.19.3 Clothing

During the personal interviews several participants highlighted the issue of being able to afford suitable clothing.  For some people, fluctuating body weight was identified as a key factor impacting on their clothing needs, and in particular weight gain as a side effect of medication use, and weight fluctuation as a result of being unwell.  Susceptibility to weight problems was also attributed to a lack of energy and the sedating effects of medication, leading to a fairly sedentary lifestyle.  

Clothing is a common item for both disabled and non-disabled people.  The additional resource is not extra clothing or special types of clothing, but rather the financial resource to support clothing purchases that keep pace with weight variations and promote individuals feeling good about their appearance.  Participants said that their clothing generally came from opportunity shops, family and friends.

“There are financial barriers for basics like clothing, makeup, for goodness sake.  I mean none of us can afford to wear makeup.  We have a right to have the same kind of things, like a personal care allowance or whatever.  Not just the doctor and the chemist.”

“Either you go without reasonable clothing and you look the part of being mentally ill or you go to WINZ and get an allowance and repay it, so you're constantly in debt to WINZ.  As one debt finishes then the next season is upon us and another debt is up and running.”

“I had a very lovely friend who was a music teacher and she had her own studio teaching music.  And when the clothes were too worn for her students but too good to wear in the house she’d always give them to me – shoes and necklaces too.  So I haven’t had to buy clothing for many years.”

“I’ve got some gifts that my mother has given me and some other gifts that my sister’s given me, and I often say to myself ‘other women clothe me’.”

1.19.4 Health and Well Being

The scope of the research excludes the costs of medication, but participants discussed the effects of medication on their health and functioning.  Participants commented about the impact or “side effects” of medication usage – weight gain, lethargy and the additional costs associated with accessing support to address these.  Some medication effects like sleepiness and impotence may not have resource implications, but coping with them can impact on a person being able to lead an ordinary life, including relationships and employment.

“I also take anti-psychotic medication that results in weight gain.  I’m working on a goal to lose weight and become more active.”

Resources essential to maintaining a healthy lifestyle were a focus of the discussion among members of the feedback forum.  Health and well being included access to appropriate medical care such as psychiatrists, psychologists and therapists as well as exercise and having a peer support network.  

Participants said that having an individual choice about what works for them is most important and that traditional medicine should not be the only approach available.  Having access to alternative therapies such as massage therapy, aromatherapy, yoga or visits to a homeopath once a week was seen as a necessary resource to cope with stress in daily living.  

“There should be a pool of things on offer, whether it be yoga or meditation.”

Peer support groups were identified as key resources for maintaining physical and mental well being because they support setting goals and learning tactics for eating the right foods and staying fit.  Dieticians were another alternative mentioned for ensuring participants are eating proper, healthy meals and avoiding foods that might aggravate their impairment.

“Peer support can help stay on track with goals…and it works through the diet and it covers all areas, so that could be really helpful”

Exercise

Participating in general physical activity such as swimming or dancing were highlighted as important means of staying mentally and physically fit.  For some participants, having access to opportunities for exercise and relaxation offset the need for medication.  
“I have to go to the gym.  I don’t take medication because I'm afraid of the side effects and also, in the past, I have tried to take my life with medication, so that’s another reason why I won't have it in my house.  And I'm very much aware that too many pills can affect your liver.  So I take the holistic approach and I go to the gym for exercise to relieve the stress.”

“I go to Stepping Ahead and they have different programmes that we can attend and I go to a yoga class.  And the yoga class is specifically for stress relief and relaxation.  And I find that helps to even me up.”

One participant explained that programmes such as those that could be accessed through the ‘Green Prescription’ scheme were affordable and provided real benefits.

“Green Prescription helped me get the confidence to go back into society and to help myself.  It is an exercise programme, a health programme designed for people who have disabilities.  The first hour is a seminar on different subjects.  When I went there I told them I had a problem with post traumatic stress and they did a whole seminar, a whole hour on stress, which I found very informative on things like high blood pressure, things I don’t know.  And then after that we do an hour of exercise.  We do our own tailored programmes or as a group, whatever they have put up for us.”

With few of the participants holding full time paid employment positions, the forum discussed how financial constraints limit them from joining gyms and socialising.  

“Sometimes it’s too expensive for people who are struggling with money to go to a gym or join a sports club, tennis club or whatever, and I think it is extra important for us.”

Smoking

Whilst smoking is present in the general population, there is increased prevalence reported amongst people with mental health impairment (Lasser et al 2000) .  One participant identified cigarettes as a resource required by her friends with mental health impairment.  Several participants interviewed smoked and attributed the reason for starting to smoke as stress reduction and to help relax.  One participant who resided in a group home setting advised that he was given a tobacco ration each week.
“Oh well they need cigarettes.  I think there have been papers about it that it’s supposed to help people.  When I go and see (friend), he will be chain smoking.”

Maori Mental Health

Subject to affordability, one participant accessed support that recognised a Maori model of wellness and services by Maori for Maori.  Another reported that accessing Maori services depended on how immersed a person is in their culture.

“I suppose I would have got more involved with the Maori mental health if I had been into my Maori culture, but I’m not really in to that”

“Maori people have a belief that people with mental illness are blessed.  That’s difficult to understand but they seem quite insightful people, spiritual and intellectual.  And being involved with Maori mental health it helped me by reminding me that, outside of my Maori world, I do become aware of the stigma.  So I prefer to live within my Maori world.”

“I’d like to be able to go visit (healer) over in Manurewa because he does, I forget the Maori name for it, but he does deep tissue massage which is good for curing stress.  And he does merimeri which is a form of Maori counselling.  But you have to do a koha and it’s difficult to get the money to pay for the koha and then the travelling to him and back.”

1.19.5 Housing

Participants lived in a variety of settings, including living alone in their own home, living alone in rented accommodation, living with others in rented accommodation, a supported living home or living with family.  Various circumstances could impact on the continued access and sustainability of a living situation including:

· Being unwell and removed from one’s usual living situation to alternate care and support could result in loss of that accommodation.  

· Behaviour exhibited during a period of mental illness may be disruptive and result in neighbours or those normally resided with no longer wishing to cohabit.

· Reduced functioning and additional impairment as a result of medication use and ‘at risk’ behaviour (suicide attempts) may mean that alternative accommodation is required.

· Assessment by mental health professionals may result in decisions that impact on a person returning to their own home 

“In 2004 I was discharged to supportive accommodation - supported accommodation, I mean.  And I was very, very lucky to avoid being sent to a rest home.  I was sent to supported accommodation, but I recovered sufficiently so that I could come back to my own home.  And I’ve been in my own home twenty-three years.”

“My brother and sister have got control of the house.”

“If you were to get a flat whereabouts would you like it to be?”

“Well I’d like it to be Grey Lynn because I’ve got a lot of friends around there.  My family and staff here talk about getting one local for a start and see how I go with that.”

“Do you agree with that idea?”

“I don’t have a great deal of options”

Participants discussed other barriers that people might face around finding and maintaining a safe and secure housing environment.  

“Getting accommodation is probably quite an issue because she wouldn’t be able to get references and she hasn’t got a bank account all the time.  I am finding this with helping people trying to get into private rental.  It is not easy.  Real Estate is not very sympathetic to people with mental illness.”

Insurance and House Maintenance 

Participants said that their restricted incomes made purchasing insurance a low priority.  Factors such as the transient nature of some people’s living arrangements, minimal ownership of household items and the age and condition of these items, also meant the benefits of contents insurance may not be realised.  

“I don’t have life and I don’t have contents (insurance).  I just felt I couldn’t afford it.  I stopped having contents because all my things are over ten years old and they wouldn’t be really keen to recompense me.  But I have the house, the body corporate for the three flats, and that’s the insurance that I have.”

“I have a life insurance, but it’s life insurance I’ve had going for years and I don’t want to stop it, because I want to leave my kids something.  It won’t be much but I want to leave them something.”

“Can’t afford it (contents insurance).  And if we get burgled we’re going to end up with nothing.”

As well as affordability, participants highlighted factors related to their mental health status that can impact on their ability to maintain their property or living environment.  This included experiencing a lack of energy and loss of motivation.  Additionally a person’s physical status, for example being overweight, may restrict their ability to maintain areas of the home.  One participant reflected on the increased costs of getting a property back into a manageable state after it has been neglected for a period of time.  In more extreme situations a person may cause significant damage to property and contents when they are unwell.

”When I'm very unwell I really trash the place.  Like broken windows and I broke this glass door on one occasion…I had some lovely pottery coffee mugs, I had about ten of them, but I just threw them all out.”

Home Heating

Many participants were not in paid employment so spent most of their time in their home, which they discussed caused them extra heating costs.  People also reported trying to go without to avoid a costly power bill.

“I spend a lot of time in my bedroom.  I’ve got a sort of a long thin heater.  I’ve got two heaters in my bedroom but I’m using the heater because I like the [way it] glows and looks friendly.  But I only had it on once to twice last winter, because I don’t want the cost of heating.”

“The winter months aren’t so bad because I refuse to turn the heater on, because my last month’s power bill (in Auckland) was $173.  My god, that was enough for a month.  I only wash with cold water.  So I’m very limited on my hot water bill.”

1.19.6 Safety 

For safety and security reasons and for peace of mind, 24-hour access to the telephone was seen as essential for people with mental health impairment, given that support networks are usually linked by phones and daily phone calls.

“The telephone must always be on.  You have a medical need for it to be on.”

“That’s my support group.  They ring, every day one of my support group rings me.”

One participant highlighted the difficulty of adjusting and feeling safe in their home and community after periods away.

“At home, it's interesting, I think that has a lot to do with a history of mental illness and crisis level incarceration when you are in an unsafe frame of mind at the time.  And coming back into the community and rebuilding your sense of personal safety is never quite as robust.  Every time you flip out, it's never quite as robust when you get back together.  So my, you know, feeling in this house is that anyone could break in at any time and I would be unable to [protect myself].”

1.19.7 Occupation

Finding and attaining meaningful occupation is one of the most challenging tasks for someone with mental health impairment.  Participants raised issues about loss of confidence in their ability to work , the impact of periods of mental illness on sustaining long term occupation, and the negative perceptions employers may have about the ability of people with mental health impairment to perform the work.  

Many of the participants had lost jobs due to their impairment.  Almost all have found it practically impossible to find positions in paid employment and had undertaken volunteer roles or unpaid ‘work experience’ positions.  Some participants described how their impairment had affected them completing studies or continuing in certain areas of employment.

“I found it too much of a struggle to go to work, to maintain the job that I was doing.  I was a caregiver…and I couldn’t continue working and then my life went down from there.”

“I had my first breakdown when I was eighteen and I was at teachers’ college.  Then I had to leave teachers’ college.  And I went home and worked in the School Library Service for two years.  Had to leave that job.  I had worked in my holidays from school at an old people’s home so I went and worked at (a rest home) when I came and lived with my aunt.  Then I did my nursing training but I’m unable to practice because my practising certificate has been taken away, not from negligence but through illness, and I suppose I haven’t worked since I was twenty-seven when I started university.”

“Confidence issues mainly.  So having to get a CV together when you haven’t been working for a while, what do you put on there?  I don’t have a problem phoning up for a job.  It’s not a problem.  It’s like a second nature to me.  But actually being there, talking to someone, I just freeze.  I’ve probably had two interviews - all the rest have been word of mouth or I’ve been approached by a firm with somebody else in the same business.”

When full time or part time paid employment is not desirable or appropriate, people may also experience difficulty finding something meaningful to do with their time.  Participants raised concerns that the current funding for course work is all tied to going back to paid work, even though this may not be possible for many people.  With the focus on accessing courses and learning for employment purposes, people may experience additional difficulty in having their needs for meaningful occupation met.

“There are a lot of people, myself included, going barmy, you know, sort of needing mental stimulation, but there are courses around that we can do.  I've just actually phoned the polytech for them to send out their course information.  But, will social welfare pay for it?  Because it's not related to going back into the employment.”

“For people with mental illness, we get sick to death of the constant talk about returning to employment, because most of us don’t have a work history and we don’t have the emotional strength to cope with employment and we've been out of employment for so long.”

“And not necessarily taking you to art classes.  I mean that’s all that’s on offer in a lot of these organisations, for some reason the mental health system seems to think that if you have a mental illness you're an artist.”

Forum members also discussed the time and energy required for many people to maintain a state of wellness.  Regular employment or occupation may not be an appropriate option because managing the mental health impairment itself may be a full time responsibility.  

“There is no information on self-management.  You are discharged from hospital in an unwell state, you are not recovered, you are in recovery and left on your own to somehow manage your recovery yourself and then maintain degrees of recovery and function on that level.  That is a twenty-four hour, seven day a week job.  That is employment.  I'm employed managing myself and that means that , every day in my life, I have to monitor my thoughts, my actions, my reactions.  I'm constantly vigilant about myself and that can get very, very wearing.”

Peer support groups were noted as being a good forum for discussing goals related to attaining employment or other meaningful occupation.  However, a life coach was identified as a resource that is not currently provided but that would make a big difference in helping navigate possible options for work, skills to develop and how to apply.

1.19.8 Transport Barriers

Most participants did not drive and relied on public transport (mainly buses) to access their larger community.  Participants reported that they are often not working and so have a limited budget for travel.  A community bus pass was suggested as one possible means of overcoming the barrier of transport costs.  Having easy, stress-free access to transport was perceived as important for safety and for mental well being.

“…if someone’s got an appointment in town, there’s sort of a feeling, ‘oh I need to get home’, and some anxiety and panic creeps in.  ‘Oh, I’ve got my bus card, right, off I go, whew!’ - instead of having to worry about having my change for the bus.  It’s such a simple concept but such a major effect.”

1.19.9 Participation and Support

Participants aspired to socialising and participating in their wider community, but often experienced difficulty achieving that, with accompanying feelings of isolation and lack of confidence.  People reported that support workers – whether community mental health workers, support staff, or a ‘buddy’ – often accompanied them on outings and socialised with them.  Many participants commented on the nature of the relationship they had with particular staff.

“On the benefit day I go out with my Community Support Worker and get my benefit and have a coffee out.  And the week after that, I go out with my nurse and have a coffee out.”

“I would like to go out at least fortnightly to something normal and to be amongst normal people doing something normal, like going to the pub and having a few gins and tonics and just being normal.”

“I spend every weekend here by myself.  Every weekend, for a year and a half or two years.  I think I've been out one Saturday night and it felt so good.  Usually, my family are busy at the weekends and don’t come to the party.  And there's friends all over Auckland sitting doing exactly the same thing, spending the weekend alone.”

Participants also recognised the importance of their social networks with other people who have experience of mental health impairment.  Peer support groups provide an opportunity to socialise, make friends and to share information with others with similar experiences.  However, this can also mean that people’s social circle is monopolised by mental health issues.  Participating with members of the wider community, outside of the mental health networks, is an important part of being able to lead an ordinary life.

“The world is sort of divided into those who have the mental illness and those who don’t.”

“Every day one of my support group rings me.  And it’s the ‘Breakdown Service’ or the ‘Freud Squad’, we call it.”

“The (mental health nurse) suggested why don’t you guys form a group and support one another.  I came into the group and I was the only woman.  And we just lost three of them to suicide, unfortunately and Peter, who had the car, he’s one I’ve lost.  But we go out and about all the time, socialising with our friends, whether they’re at state flats or at home with their parents… that was my life…but now it’s a phone thing.”

Whilst some participants still maintained friendships that were formed years earlier, others acknowledged that mental illness had contributed to the loss of friendships.  

“I lost that friendship.  Yes, that’s the only friend I’ve ever lost through the illness.  Yes I feel really careless in losing her.”

Whilst some participants identified family supports, others determined that their family struggled to understand their mental illness which contributed to the stigma they experienced.  

“I consider that I’m stigmatised by my family who just have so little confidence in me and don’t believe me when I tell them things, or don’t accept my explanations.”

Participants also reported that anxiety about socialising may mean that people may forgo the opportunity to participate in their communities and socialise with others, without the support of mental health professionals or other peer support networks.  

“You talked about social costs and there will be costs there.  The anxiety will have an impact on how he deals with social occasions and you can’t measure that necessarily but people will treat you differently.”

1.19.10 Navigating Information

The group noted that there should be a role for a social worker or coordinator to have all the information, and to help them navigate through all the options available to a person with mental health impairment.  This includes information on how to easily access services if a person’s situation deteriorates.

1.19.11 Implications for the Budgets

Translating the themes emerging from the interviews and feedback forum into budget items is complicated.  This is partly because many of the discussions centred on personal experiences of mental illness as opposed to generalised needs and resources.  Sourcing some feedback from individual interviews contributed to that.

As mentioned above, the nature of mental health impairment is intermittent and fluctuating.  This was reflected with participants bringing different current situations to bear on the discussions.  For instance, some had just transitioned out of residential care while others had prolonged experience living in the community.

The budgets for mental health impairment do not represent times of acute need, but reflect the resources that are needed for the individual to live in the community during a time of relative stability in their mental health status.

Having said that, there are several implications for resource needs that can be drawn.  First, a person with moderate needs may have long periods where they are able to perform the same activities of daily living as non-disabled people.  During these times, the resources or costs associated with disability may be minimal.  However they may experience episodes of illness when additional resources are required.  During these episodes, participants stressed the importance of maintaining where possible their daily routines and continuing to do daily activities such as shopping and cleaning house without support.  

Support tends to come partly from health professionals, and from peers who help maintain routines.  Disability support needs are therefore largely informal or are included as part of specialist mental health services (and as such are beyond the scope of this research).  This might include care related resources such as pharmaceuticals, and psychology or psychiatry services.  However, accessing these services (including peer support) requires additional time and transport to get to appointments and meetings.  These items are included in the budgets according to the recommendations of the participants and the Reference Group members.  

Discussions with individuals with high needs and with the consumer advocates suggest that the level of formal support may need to be substantial.  A person with high needs may be encouraged and supported to be as independent as possible, but ensuring their safety and security may require a high level of support hours.  

As in the budgets for people with other types of impairment, support staff may assist with socialising and participation as well as activities of daily living.  The discussions suggest that people with a high level of need will require support from health professionals as well as other community based support (support worker, peer support, buddy system) to participate fully in society.  Therefore, the budgets include full time support.  In practice, the support might be split or shared between health professionals and other support people.  The goals of providing non-health support (participating in society) might differ from the goals of health professionals, or they might overlap.  Both types of support are essential for the person to live an ordinary life.

Ultimately, the main cost during a time when a person is unwell is the opportunity cost from requiring more time to perform their daily activities.  For numerous reasons associated with a person being unwell, people with mental health impairment may take considerably longer than non-disabled people to get many of these activities done.  Hours required for these activities have been doubled in this budget.  

Summary of the Budget Standard (Moderate Needs)

The revised budget standard for someone with mental health impairment and moderate needs is shown in Table 17.  Excluding time, the additional weekly cost was calculated to be $135, of which the majority (72%) was for support.  Factoring in the additional time required in daily living increased the average weekly cost to $714, with 81% of the total being due to the opportunity cost of their time.  Detailed budgets are shown in Appendix C.
Table 17.  Summary weekly costs – Mental Health impairment, Moderate needs

	Mental Health Impairment,
Moderate Needs
	Support
	Transport
	Equipment
	Weekly cost (excluding time)
	Time
	Total weekly cost

	Light Housework
	$0
	$0
	$0
	$0
	$117.00
	$117.00

	Heavy Housework
	$0
	$0
	$0
	$0
	$85.51
	$85.51

	Meal Preparation
	$0
	$0
	$0
	$0
	$119.10
	$119.10

	Personal Care
	$0
	$0
	$0
	$0
	$119.10
	$119.10

	Household Administration
	$0
	$0
	$0
	$0
	$19.85
	$19.85

	Shopping
	$0
	$0
	$0
	$0
	$79.40
	$79.40

	Food and Clothing
	$0
	$0
	$0
	$0
	$0
	$0

	Health and Well Being
	$0
	$21.70
	$3.85
	$25.55
	$34.74
	$60.28

	Housing
	$0
	$0
	$0
	$0
	$0
	$0

	Information
	$0
	$0
	$8.71
	$8.71
	$0
	$8.71

	Occupation
	$12.50
	$3.10
	$0
	$15.60
	$4.96
	$20.56

	Participation
	$84.80
	$0
	$0
	$84.80
	$0
	$84.80

	Total
	$97.30
	$24.80
	$12.56
	$134.66
	$579.66
	$714.32

	% of total 
(excluding time)
	72.3%
	18.4%
	9.3%
	 
	 
	 

	% of total 
(including time)
	13.6%
	3.5%
	1.8%
	 
	81.1%
	 


Support

For someone with moderate needs, support person time makes up the most significant portion of the weekly budget (72%), but is a relatively small requirement at approximately 4 hours of support with daily living each week as well as professional development, life coaching and future planning support once a month.  Meeting this support need costs approximately $97 each week.
Equipment

Equipment costs comprise approximately 9% of the weekly budget at $13 per week.

· $9 per week for information includes the cost of having a mobile phone and paying monthly rental fees.

· $4 per week for health and well being is for a gym membership.

Transport

The costs associated with transport makes up approximately 18% of the weekly budget at $25 per week.

· $22 per week for health and well being includes the cost of accessing mental health professionals, regular health care appointments and a peer support group.

· $3 per week for occupation includes the cost of transport for occupational purposes (1 per month).

Time

$580 per week is the value of the additional time people with a moderate needs mental health impairment spend each week compared with non-disabled people.  These estimates in the value of time assume that while a person with a mental health impairment and moderate level of need may be able to do many, if not all, of the same activities as a non-disabled person, the person with mental health impairment may take longer to accomplish the same activity to the usual standard.

· $461 per week represents the value of the additional time a person with a mental health impairment requires to get activities of daily living done.  This includes an additional 6 hours required to get household cleaning and chores done each week, the extra 4 hours required to get home maintenance such as lawn mowing done, an additional 16 hours each year to ensure spring cleaning (clearing gutters, cleaning behind refrigerators, etc) is done, the additional 6 hours spent by a disabled person each week to cook his or her meals, the additional 6 hours required (total: 12 hours) to get personal grooming and care done, and the additional hour required to ensure bills get paid and other household management is done each week compared to a non-disabled person.  

· $79 per week for shopping is for the extra time (3 hours for grocery shopping each week and 4 hours for personal shopping each month) that someone with a mental health impairment requires compared with a non-disabled person.

· $35 per week for health and well being is the value of the additional time spent at mental health appointments and peer support groups that non-disabled people do not need to access.

· $5 per week for occupation is the value of the additional time (1 hour per month) that a person with mental health impairment might devote to career planning and life coaching so that they can be successful in their work that a non-disabled person would not need to access.

Summary of the Budget Standard (High Needs)

The revised budget standard for someone with mental health impairment and high needs is shown in Table 18.  Excluding time, the additional weekly cost was calculated to be $2,710, of which the majority (97%) was for support.  Factoring in the additional time reduced the weekly cost slightly to $2,413.  Detailed budgets are shown in Appendix C.
Table 18.  Summary weekly costs – Mental Health impairment, High needs

	Mental Health Impairment,
High Needs
	Support
	Transport
	Equipment
	Weekly cost (excluding time)
	Time
	Total weekly cost

	Light Housework
	$117.00
	$0
	$0
	$117.00
	-$117.00
	$0

	Heavy Housework
	$172.31
	$0
	$0
	$172.31
	-$85.51
	$86.80

	Meal Preparation
	$127.20
	$0
	$0
	$127.20
	-$119.10
	$8.10

	Personal Care
	$1,961.20
	$0
	$0
	$1,961.20
	$0
	$1,961.20

	Household Admin.
	$21.20
	$0
	$0
	$21.20
	$0
	$21.20

	Shopping
	$84.80
	$0
	$0
	$84.80
	$0
	$84.80

	Food and Clothing
	$0
	$0
	$0
	$0
	$0
	$0

	Health and Well Being
	$21.20
	$12.40
	$3.85
	$37.45
	$19.85
	$57.30

	Housing
	$0
	$0
	$49.89
	$49.89
	$0
	$49.89

	Information
	$0
	$0
	$8.71
	$8.71
	$0
	$8.71

	Occupation
	$5.30
	$3.10
	$0
	$20.90
	$4.96
	$25.86

	Participation
	$109.26
	$0
	$0
	$109.26
	$0
	$109.26

	Total
	$2,631.97
	$15.50
	$62.45
	$2,709.92
	-$296.80
	$2,413.13

	% of total 
(excluding time)
	97.1%
	0.6%
	2.3%
	 
	 
	 

	% of total 
(including time)
	109.1%
	0.6%
	2.6%
	 
	-12.3%
	 


Support

As previously stated, the support requirements for someone experiencing a high level of need can be substantial.  The budget for someone with high needs is almost entirely (97%) made up of support related costs that total $2,631 per week.

· $1,961 per week is allotted for personal care and includes support overnight 7 nights per week as well as 6 hours each day.

· $438 per week includes support for activities of daily living.  This includes support staff to manage all housework for 6 hours each week, to manage all home maintenance (4 hours per week) and spring cleaning (2 days per year), for meal preparation covers the cost of 6 hours of support each week, as well as 1 hour each week for someone to help out with paying bills and other household management duties.

· $109 per week for participation is for 4 hours of support each week to socialise and get out into the community as well as 60 hours per year to have a back up support person come in when the primary support person is sick or unable to work.

· $85 per week for shopping includes 3 hours of support each week for grocery shopping and 4 hours of support each month for personal shopping (including haircut, clothing and coffee).

The remaining $38 per week covers the cost of having a support person accompany a disabled person to mental health appointments and peer support meetings (health and well being), as well as 1 hour per month of support to attend and 1 hour to receive life coaching and career planning support.
Equipment

Equipment costs comprise 2% of the weekly budget at $62.

· $50 per week for housing is largely made up of the additional cost of insurance when household items get broken or damaged, but also includes the cost of a monitored domestic alarm system and a smoke detector.

· $13 per week for occupation covers the cost of life coaching and career planning.

· $9 per week for information includes the cost of having a mobile phone and paying monthly rental fees.

· $4 per week for health and well being is for a gym membership.

Transport

The costs associated with transport makes up approximately 1% of the weekly budget at approximately $15 per week.  Because people with a high needs mental health impairment may often travel with support and will get around the community in a private vehicle, the additional cost of transport above a non-disabled person is largely attributed to additional trips the person has to make specifically because the person has an impairment.

· $12 per week for health and well being includes the cost of accessing mental health professionals, GP appointments and peer support groups.

· $3 per week for occupation includes the cost of transport for occupational purposes (1 per month).  

Time

Including the opportunity cost of time results in a savings (shown as a negative number) of $297 per week which is an estimate of the disabled person’s individual time.  The value of time is shown as a credit because support people are doing many of the activities of daily living such as housework and meal preparation for the disabled person, thereby freeing up the person’s time to do other, more valuable, activities.

· -$322 per week represents the credit of 6 hours each week because a support person manages all housework, 4 hours each week for a support person to manage all household maintenance (including lawns), 16 hours each year for a support person to manage all spring cleaning activities, as well as 6 hours each week for a support person to prepare all meals

· $25 per week represents the value of the extra time spent at peer support, stress management workshops and regular visits to mental health professionals compared with non-disabled people who do not require these services (health and well being).  This also includes the value of the additional hour a person with mental health impairment spends every month at a career planning and life coaching session (occupation).

1.19.12 The Difference Between High and Moderate Needs
The additional cost associated with having mental health impairment ranges from $714 per week for someone with moderate needs to $2,413 per week for someone with high needs.  

The wide range of cost reflects that someone with a mental health impairment may experience periods where their support needs are minimal and they can do many if not all activities unassisted, but may also experience periods of illness where they need 24-hour support and require staff to do many of their activities of daily living for them.  Thus, the key cost driver for the high needs budget is largely support person time.

Results: Other Factors That Impact On Costs

This section presents the results from the second wave of feedback forums.  During the initial development of the project methodology, the research team emphasised that impairment type was only one factor that impacted on the resources or costs associated with disability.  

Following the first wave of impairment-based forums, the research team and Reference Group discussed a number of other factors that influence the resources and costs associated with disability, and identified some key ones.  A second wave of forums were organised to consider how geographic location, age and ethnicity impact on the costs associated with disability, although corresponding budget standards were not created.  The results from this second wave are presented here.

1.20 Geographic Location

Where a person lives and works emerged as a key determinant of need throughout the discussions in the first wave of feedback forums and was singled out for further exploration in the second wave of feedback forums.  

· A forum held in Kaikohe, Northland, specifically considered the impact of living in a small town, rural location.  

· A forum in Dunedin, Otago, explored resources and issues for disabled people associated with location and in particular with a colder climate.

The types of resources required by people living in smaller cities, towns and rural areas do not seem to differ from those living in the major urban centres, such as Auckland.  However, the impact of not having access to these resources papers to be significantly greater.

1.20.1 Transport
Participants in both geographic areas noted that there are numerous barriers to participation and to achieving an ordinary life with one of the most significant barriers being transport.  

While some basic needs can be met in the local community or township, outside the major urban centres, support and services for disabled people are often scattered around a large region and can only be accessed by driving considerable distances.  This is the case in Kaikohe.  For participants in this group, having an impairment and living in a small town requires a privately owned vehicle to get around and the funds to pay for fuel to travel the long distances to get basic needs met.  

“I go to Auckland every 6 weeks because [she] has got braces at the moment and when the braces come off she is having a total realignment of her jaw.  And like we went on Thursday and we won’t get the money until the week before we are due to go again.  And it is 500 km from here to Auckland and back again.”

“Besides going to Whangarei fortnightly.  We travel down there for his sports and I don’t think that he would like to stop going there because he has made friends his own age.”

Participants also felt that accessible public transport in the much larger city of Dunedin is limited and fragmented and prevents those living outside the city centre from accessing the downtown area.  
“A lot of the buses aren’t accessible and they’re not timetabled when they’re going to actually arrive.  And the actual bus routes make it quite difficult for people to get into town easily because you have to change buses to get where you want to go.  So that means that for a lot of people they have to pay for a car park, particularly if you have a physical impairment and can’t walk the distance.”

Similarly to Kaikohe, public facilities such as hospitals and government agencies are spread throughout the region, yet the current public transport system does not service all of these areas.  The project team notes that Total Mobility subsidies in some regions do not apply outside town boundaries.
“I think transport is a really big issue for people who live outside of Dunedin city because there is no form of accessible transport for people living in the wider Dunedin area or in Otago.  So, if you live in Invercargill, Oamaru, Alexandra, there is no intra-regional transport that people can use.”

While changing or developing the public transport system in these two regions would not be a cost to the individual, the cost of not having this service is shifted onto disabled people and families through petrol costs, car ownership and maintenance, and through wasted time spent trying to navigate a fragmented transport system.  For someone living in these areas, budget standards might need to be adjusted accordingly.

1.20.2 Accessing Information, Services and Support

Not all support and services are inaccessible due to transport.  In many instances, they are not available because they simply are not provided outside major cities or can not attract enough appropriate staff.  Specialist services are similarly not provided equally in all locations.  One participant who had moved from Auckland to Northland noted that her son had 42 hours of support when they were living in the city and now there is nothing available.  Others reported long waiting lists.
“They gave me the sad story about, you know, they were short of hours.  Okay, I will do personal care but you pay me to do those personal care hours.  And they said, that’s fine but we can’t give any other hours to another caregiver.  I have just sorted ourselves out now and I am going to use respite care hours.  I am going to use those hours to bring somebody on board to give me a break.  To give me some space from each other because we are glaring into each other’s faces for 24 hours.”

“I rang up [service provider] and asked if I could have some respite care…and they said, ‘we’ve got nothing’ and I just couldn’t get any respite care.  Because I needed [her] to go there for about a week and I was booking it well in advance.  You know, letting them know like 7 or 8 months ahead and then they said they would get back to me.  I never got a phone call back.  It just slipped through the system.”

Living in a small community with few support services means those that are available become essential to helping disabled people and their families meet their basic needs.  Continuity of relationships with support workers were reported as important. Getting up-to-date and comprehensive information about service options was a common challenge.
“When [she] turned 18 no one told us that she was entitled to the Disability Allowance or the Accommodation Allowance.  She was just getting the straight Invalid’s Benefit.”

Participants wanted help to “navigate” their way through the complex array of options.  Case managers or other coordinating staff sometimes met that need but often there was no one able to help.  The project team understands that a navigation role is part of the proposed framework developed during the Review of Long Term Supports project  led by the Office for Disability Issues.
1.20.3 Having Choices and Opportunities to be Independent

Not having access to sufficient transport, information or support services means limits in a disabled person’s options for independence, for personal and professional development and for basic socialising and making new friends.

There might only be one local social venue and it may not be accessible to disabled people.  There may not be any opportunities to study or learn skills locally to allow a person to transition out of the family home and into a more independent lifestyle.  

In part this is because there is not an established network of disability support services and organisations for disabled people that are part of the local community.  

“And the advocacy service up here - the lady in Kaitaia – she is the only person that we can contact if we want someone to advocate for us.  I found it was tough…She has done the work, but one person for the whole of the North.”

“For me it would most probably be a place that [he] could go for a holiday and everything was there to suit him.  Our home is set up so that he can get to the toilet.  We have done it as best that we could to accommodate his chairs.  But I still feel that sometimes they need a place to go where they can be amongst their own age…all of our friends are his friends, except for the Boccia crowd in Whangarei.”

Boccia is a form of bowls that is popular amongst some disabled people, and forms a valued social circle.  Outside of urban centres, finding and creating opportunities to participate and to achieve an ordinary life with the same opportunities as non-disabled people requires additional time, energy, and often a strong advocate, whether that person is a family member, a case manager, or an organisation.  Given that support services may be quite limited in these regions, parents and family may often become the sole advocate for the disabled person.  Parents reported putting considerable time and effort into creating opportunities for young disabled adults to socialise.

1.20.4 Barriers of the Built Environment

The nature of the built environment in non-urban locations may also interfere with participation in the community.  Participants spoke of basic barriers like no public  footpaths in some locations.

“He can get up and down the shopping centre.  Oh, but he can’t get into the shops except for the video shop.”

He “enjoys going to the hotel.  He doesn’t drink but he enjoys being nosy.  And it has got ramps and it has got toilets.  And the new pub will have accessible toilets and that so then we will all have somewhere to go.  I can’t sort of take him down there at the moment because to stay a long time because there isn’t a toilet and that.  There just wasn’t the facilities.”

“I can’t let him go from our house that all the whanau go to for holidays without taking him on a van just to go next door…We’ve got too much traffic going down that road and chairs aren’t set up to be going on that sort of metal road.”

“We are not talking here about rocket science.  I’m not talking about trying to go to the moon.  I am talking about trying to live a normal ordinary life.  That’s all.”

1.20.5 Society’s Attitudes Towards Disabled People

Physical access barriers are not the only obstacle preventing disabled people from contributing to and participating in their communities.  Whether it takes the form of bullying, discrimination or just having limited expectations of disabled people and what they can achieve, society’s attitudes about disability can have a big impact on achieving an ordinary life.  These social barriers may be present in any location, but when they are combined with other barriers and fewer options, disabled people living outside urban centres are less likely to achieve an ordinary life with the same opportunities as their non-disabled peers.

“The biggest hurdle is stigma.”

“Within the first week [he] got beaten up on the bus.  Just through someone getting smart about his disabilities and he tried to stick up for himself.”

“Well we tried [vocational service provider] and [she] was doing a Teacher Aide course – they said because [of her] capabilities she wouldn’t finish the course and so they wouldn’t help her in any way.  That’s what everyone is telling her – because of her disabilities that she could never go Teacher Aiding.  But if she got help, I think she could cope.”

“I would like to see real jobs for people who have disabilities.  I don’t mean token gesture jobs like sitting in a booth and taking people’s car tickets.  I know that has its place, but I would like to see more emphasis on some real jobs with decent money for disabled people.  Because you are just as worthy as anybody else.”

In smaller communities,  participants noted that it is harder to blend in to the general population than it is in larger cities.  They discussed the fact that they were more easily identifiable as being disabled or being different and that non-disabled people would often go out of their way to avoid them or would harass them.

“That’s the problem with smaller areas, you tend to know everybody..”

“And I think in smaller, rural areas… in small communities, people seem to have smaller minds.  And people would cross the road to avoid being seen with you, and you would wait until last to be served... The smaller the place the more stigma and discrimination there seems to be.”

“And that’s the cost to your self esteem.  It is just shocking the way they treat the ones that they know.”
1.20.6 Colder Climate Means More Heating

People with impairments living in some areas of New Zealand need extra resources to stay warm. Living in a colder climate means disabled people who are already more susceptible to the cold have to increase the resource they use for warmth.  Whether it is bundling up with extra clothes or more commonly running a heater, participants noted that cold can pose a real financial barrier to them as they try to budget for utility bills.

“The other thing that I wanted to mention was about heating because that it something that, being a North Islander, and having moved down to Dunedin, it was a major cost.  It is a lot colder down here.  So you do have these extra costs.  Also, particularly, if you have a physical impairment you need to have merino wool.  You need to have clothing that costs a lot more, the thick socks and those kinds of things.”

“I also have arthritis.  Very bad arthritis and have had two joints removed from my feet because of it.  And so therefore, I feel the cold a lot.  My electricity bill for the last, the one before the last one, was $388.  I live alone.  I don’t cook.  Only once a fortnight do I ever use the oven to cook a meal.”

“I just used to use that one heater for my wee house.  And I used to heat up one room and my kitchen was freezing.  And I used to wrap up warm to go into my kitchen to make my meal and then I would take it through to the living room and shut all the doors and everything and just live in one room.”

1.21 Age

Two feedback forums were held in the second wave that considered the needs of people based on their age.  

· The first group considered the needs of young people transitioning out of high school and often out of the family home and into the workplace or tertiary education.  

· The second considered the needs of adults aged 46 and over who were looking to the future and transitioning into retirement.

While both age groups are going through critical periods of transition in their lives, their needs are understandably different.  Just like their peers, young people who are disabled are becoming more independent and are focused on gaining access to the support and transport they need to facilitate this move to adulthood outside the family home.  Maintaining support networks, getting a car, and having guidance about their options are the most important issues.

For those who are older and considering retirement, financial issues are at the forefront of their minds in line with retirement as well as achieving a good quality life in old age.  

1.21.1 Youth (18-24) 

The group’s current needs in their last year at high school largely centre around navigating their way from home to school and to social events with friends and their desire to establish their independence from their family members who may still be driving them everywhere.  While it is not an option for all of the students, getting a drivers license is considered to be the key to independence as it frees them from depending on parents or non-disabled friends and gives them the freedom to pick up friends and go where they want, when they want to go.

Transport

The transport problems highlighted earlier in this report, especially with those who rely on mobility taxis, are a critical issue for young people about to start tertiary education or jobs.  Taxis were noted as not always being available.

“Because you have got to go out when they have a taxi free.  That’s the other problem.”

Driver’s Licenses were also an issue for those who are eligible to get one.

“My mum has finally allowed me to try and get my driver’s license.  So next year I’ll be doing that as well as doing the course and that may help me find a job as well.  So once I’ve got that I can take my friends to where they might like to go.”

Support from peers/transitioning 

Because the students spend every day together and have developed a support network at school, the biggest barrier for them in making the transition from school to adulthood is figuring out how to maintain the support system when they are mainstreamed into the world and are largely on their own.

“Yeah because next year I won’t be here.  I will be up north.  So I have to plan ahead for all of my friends so I can see them all between school and the weekends.  So it takes s me about an hour to get there.  So I have to think about what day and how I’ll see them.  Like it will only be at school for a visit and see the teachers.  So I have to think about that.”

Support needs for the future

While many of the participants had opportunities at the local polytech set up for the next year, most of the group members were uncertain about what they wanted to do in the future and how they might achieve their goals.  

“Like I don’t want to be a bum but in the other case I don’t want to become the next Bill Gates.”

“Basically, what really worries me at the moment…I know that Uni is like a thousand times harder than normal grammar school and I’m still worried that, what if I don’t cope and there’s going to be some place, a backup area where I could go, or a backup activity that I could do if Unitec, if I find that Unitec is totally wrong for me.  And like I’ve got to have some other place to go.  Yeah, because I’ve got, I’m quite scared that I’m going to crumble, you know.”

“Well, I’m not really 100 per cent sure of the other options.”

“I don’t know it would be just good to get out of home for a year.”

“I wanted to do travel and tourism, too, but I don’t know now I’m still deciding what I want to do.”

“Well it’s sort of my mother’s idea, but also mine.  But I do also have a part time job lined up working with my mother.  But she would like me to get more education.”

The opportunity to move out of the family home and transition out of high school is largely dependent on the amount of support a young person needs to be independent.  Students who need 24x7 support face considerable barriers to living independently because the resources are limited in university or polytech settings.

“If he is living on his own…he needs someone 24/7.  And that’s the biggest thing for him going to Tech…it has been huge.  Quite a battle for Tech to accept him and he’s only going part time.  We are just fine because there is…someone on campus….who knows what to do – and immediately not 10 minutes while you wait for someone to run down.”

The limited support and resource for high needs disabled students at the tertiary level means that a number of students have to be held back in high school until they can access money from a different basket of government funds.  

“[She] qualifies for a special fund from the Ministry of Social Development that is for people who are classified as very high needs…and she can’t access until you’re 21.  It was designed for people that have high personal care needs but they just figure that those people will always stay at school.  If you have the brain and you want to go and do tertiary study, they lump everybody in the same basket basically.  And said that the people with very high [needs] and who are also non-verbal, they obviously will stay at school until 21 because there isn’t much else out there.”

“Weird because you need so much support and Unitec can’t provide that, so I am really stuck at school for the next two years until I’m eligible for some funding to get my own caregiver.  So that’s going to be really, really difficult.  Because I would say I’m leaving here next year.”

“Having the support there is the biggest thing.  Having caregivers and the support to do what I want to do.  It is huge.  And having the control over the independence to actually be able to choose my support and things.”

“Having the freedom to do what I want to do.  Pretty much…that’s about it at the moment.  Just freedom to do what I want”.

Society’s attitudes towards disabled people

Like the other feedback forums, discussion turned to society’s attitudes toward disabled people which certainly affects young people preparing for the transition into adulthood and into living independently.

“The only thing that I think needs to change is normal people seeing disabled people for what they’ve got and not what they look like.”

“I have a normal life.  I love things they like – like DVDs and going on the computer, going on the internet.  Having similar interests.  Interest in the age group that we are in.  Financial interests that our age group is in.  Like what we were talking about, relationships.”

1.21.2 Older Adults (Age 45-64)

The second group considered the needs of those aged 45 and older who were looking towards the future and retirement.  The key issues for the group included concerns about the financial implications of growing older with an impairment, their options for retirement, their changing relationships with partners and family members, and society’s attitudes towards disabled people.

Finances

Throughout the first wave of feedback forums, the subject of saving for retirement arose as a key concern for disabled people.  This prompted the research team and reference group to suggest a feedback forum in the second wave that would specifically discuss the needs associated with aging with an impairment more generally.  One of the key concerns around retirement and aging is eligibility for benefits.  As much of the current funding is earmarked for those who are employed, the participants in this group noted their concern about losing the supports they have come to depend on when they reach retirement age.

“At the moment, he gets funding for some equipment through Workbridge or whoever and part of that is because he is working.  One of the issues as we are getting older is that we aren’t going to be working.”

“As I’m getting older it is not going to happen much longer.  The equipment is not miraculously going to last 20 years because somebody is no longer paying for it.  So, I’ve got an ongoing issue about where I’m going to find $11,000 every five years just to be able to hear.”

As most health care costs increase with age, there is another concern among disabled people about being able to afford their disability and health related costs as they get older.  Participants believe that health insurance premiums may increase substantially for them as they age and that they are at a higher risk of acquiring other or multiple impairments.  

“And another issue for me is around insurance.  You have more risks from the insurance point of view therefore the premium is likely to be higher than the average person that they use their assessment tools on.  You have additional risks to eligibility for insurance to look after yourself is an issue and the high risks carrying higher costs of premiums.”

“We have probably actually got an increased likelihood of acquiring another disability because of, if you like, the threat of maintaining an existing disability.”

In terms of the opportunity costs or time and energy used to participate in daily living, the group noted that this would also increase with age.  This might include more time to do activities of daily living and meet basic needs as well as an increased number of trips to see a health professional each year.

“Yeah, I find I burn up a lot of energy just doing things.  A lot more energy than I did when I was younger.”

“As you get older, we actually get frailer.  So the simple things like I go along probably once a year or once every two years just to have my ears checked out and my hearing checked out.  I’m getting older and frailer now so I am probably going to have to start going every 12 months.  That is a cost that I have to pay.”

The participants also noted concern about the impact the aging process would have on their relationships with their partners and spouses.  For many who have been supported by a partner throughout their lives, the partner’s ability to provide this support will probably change as they, too, grow older.  

“So, that is something that you have to look at.  That your partner may become, you may at the moment say that you are living with a partner, a sighted wife, but you may not be in that situation as you get older.  That is just things that we all face.  But because we are already coming from this disability base, it is an added burden.”

With regard to the financial worries surrounding aging and the questions about retirement, one key source of assistance is having clear information about what support is available, what the eligibility requirements for support are and how to access it could make a substantial difference.

“I think straight off the top of my head, I would say clearer guidelines to what you are entitled to.  And easy to access.  It’s very confusing and difficult to work out what exactly you’re entitled to in the way of assistance to improve your life.”

Retirement

From their discussion of the financial aspects of growing older, the group also discussed the available options for retirement for disabled people.  Most participants want to live in their own homes for as long as possible as they have worked hard to get them modified to suit their needs.  They discussed the importance of continuing to maintain and modify their existing homes to keep up with their needs so that they could avoid moving to a rest home as long as possible.

“And the other area to consider is planning ahead in where you live, making your places accessible and lighting and so forth…and setting up the environment there.  You’re not just adjusting for now.”

“I’m in a better situation to face age if I can maintain living in my own house because it suits the mobility.”

“If I can get ahead and delay having to go into a rest home as long as possible it means planning to live in an accessible house as long as possible.  So things like a cut off point in policies, a cut off point between health and disability, we have the equipment management system under health where the priority is lower now for funding people to live longer in their homes.”

The same options may not be available to disabled people as they age as are available to non-disabled people.  For example, participants discussed the role of extended family looking after elderly family members in their old age, but mobility and accessibility requirements may mean that most households are not suitable for a disabled person.

“I can’t get into any one of my extended family’s homes.  Not while I’m in a wheelchair.  I have got one daughter and one grandson.  I can’t get into their home.  My mother became more frail.  She lived until she was 88.  There were increasing times where she came to our home and we helped her through when she had an operation or some illness.  Now nobody wants to go and live in my house and look after me.”

Limited opportunities for participation

As disabled people age, their choice of opportunities to participate may narrow substantially in comparison to their non-disabled peers.  The same activities that many non-disabled people enjoy in their retirement may not be as accessible to the disabled population.

“Some of the activities that you look forward to retiring and enjoy aren’t really available for people with lots of disabilities.  Say with a wheelchair disability, gardening, landscaping, doing things in your house with a physical disability, going to activities like I would join the croquet club or a lot of people play bowls or you know it can be dangerous travelling, but the limits there will limit your life I think.  More than a person that has an old age disability.”

Some of the limited opportunities or limited expectations may also result from society’s views about disabled people and about older people and what they are capable of contributing.  

“I was actually faced with a double hurdle.  I’m getting old.  That is why if I decide that I am going for an accounting job against people probably in their late thirties, early forties, because there are only a certain amount of jobs that are there.  So, I’m not only getting older, but I also have a…disability because I wear a hearing aid.”

1.22 Ethnicity – Being Maori

Ethnicity and culture undoubtedly play a fundamental role in a person’s experience of disability.  Due to scope and resource limitations, this project chose to focus only on the particular needs of Maori.  It is acknowledged that the experiences of other ethnic or cultural groups may therefore not be specifically reflected in this research, although participants from a variety of cultures took part.

1.22.1 Method

While several participants in the first wave of feedback forums identified as Maori, those forums were not aimed at eliciting culturally specific information.

A forum was held in Te Tai Tokerau (Kaikohe) as part of second wave of feedback forums, and was hosted by a local disability organisation with a strong links to Hapu and Iwi.  Facilitation of the forum ensured an Iwi Maori process of mihimihi, karakia and whakawhanaungatanga.  This was appropriate as most of the participants in the forum were Maori and local Kaumatua had attended to support this process.  

It was anticipated that information about the impact of being disabled and also Maori would be explored within this forum, but this turned out not to be the case.  Instead, the key issues highlighted by participants were about rural living.  A lack of services in the district and generic barriers to participation, such as a lack of transport and footpaths, were noted.  Few references were made to the unique experience of being disabled and Maori.  Access to local marae was noted by one wheelchair user as a barrier to participation in Whanau and Hapu activities and in Te Ao Maori in general.  The role of whanau in the provision of long-term support for disabled whanau members was also highlighted and this is discussed in more detail below.  

In order to develop a deeper understanding about the unique experience of being Maori and disabled, two additional interviews were carried out with key informants.  The interviews were carried out by a disabled Maori strategic advisor from the project team.  In keeping with methods used in the feedback forums, each interview was taped, transcribed and analysed for themes.  

The themes which emerged consistently across both methods were the importance of whanau and the existence of cultural, physical and social barriers to participation in Te Ao Maori.  The interview method allowed for deeper exploration of cultural issues and a more personal expression of the historical journey an individual with an impairment might experience.  While powerful narratives, these accounts should be treated with caution in terms of generalisability.

1.22.2 Maori and Disability

Disability and impairment under the social model are terms and concepts constructed within a relatively modern, mono-cultural frame.  This model makes a distinction between having an impairment and being disabled through social processes.  It should be noted that this approach is inconsistent with a deeply embedded Maori worldview on holistic identity, where aspects of the self are not readily separated (Durie, 1994; King, 1992).  

One informant identified the dilemma of being asked to talk of her experience of impairment from a Maori perspective.  It was fundamentally difficult to separate these two aspects of identity, as they are inextricably linked.

“I have a disability and I happen to be Maori.  And I find it difficult to separate the two.”
Each of the key informants explored a deep connection between their Maori identity and social behaviours, along with physical environments, which were disabling.  These experiences occurred in many settings, including Marae, health, community, business and employment.  

The key determinant of Maori identity, espoused by one informant, was Whakapapa.  

“That’s the point of difference between Maori and non-Maori.  It talks about Whakapapa.  You know, the language doesn’t make us Maori, Whakapapa does.  So it’s a constant to do with who we are.”
It could be argued that Whakapapa provides a platform for inclusion all Maori settings, because it remains constant, while other aspects of group inclusion and social behaviour can be variable.  However, while Whakapapa provides unshakeable links to Whanau, Hapu and Iwi, “inclusion” as understood in a modern disability context, appears lacking for many disabled Maori.  

In addition, the impact of wider social processes such as institutionalisation and colonisation as a result of living in a bi-cultural system are factors which have impacted inclusion and disablement for not only Maori with impairment, but Maori who consider social disadvantage due to colonisation as a disability (Kingi & Bray, 2002).  

One informant talked about the institutionalisation of children with impairment, particularly throughout the 1950’s and 1960’s, and the inter-generational impact on disabled Maori.  A lack of exposure to Te Ao Maori and Te Reo Maori affects future participation in cultural settings, however the loss of relationships and links with Whanau, Hapu and Iwi is perhaps the greatest social and opportunity cost for individuals and communities.  

“I mean when I first went up to Auckland I went to the institute in Parnell.  And of course I went from a community where just about everybody including the policeman and the postmaster and the headmaster spoke Maori, you know?  And so you go to this institution and, you know, they’re trying to not drive Maori out of you but they’re going over the top of you being Maori to teaching you to be Pakeha… A lot of our people were taken away from their homes, taken away from that sort of support system and whanau, and taken to an institution.  And I know that that was the case for deaf people because we had people in Te Araroa and Tikitiki who were deaf and right from little kids they were brought to Gisborne and then up to Kelston or down to Van Asch or down to Fielding, you know, given an education and they became almost foreigners to their whanau.  And so as a result of that a lot of things Maori, they were deprived of that, that important part of them.”

It is also worthy of note that disabled children within the Pacific Islands of Niue, Cook Islands, and Tokelau were also sent over from their respective homes to certain institutes in New Zealand around this time and the impact of loss of kinship and social isolation for this cohort is significant.

The role of language

While it can be argued that colonisation was indeed a disabling social process, Maori language has no words to actually describe the process of disablement and therefore it is common for impairment to be associated with a variety of concepts, from spiritual giftedness to illness and dependency (Te Roopu a Hunga Haua, 2004; Kingi &  Bray, 2000).  

The power of language in culture cannot be under-estimated.  For example, concepts such as Whakapapa, Whanau and Tikanga interact with and impact upon the experience of disabled Maori.  These concepts have a derivative lineage and complex social construct that is not easily understood by those unfamiliar with Te Reo Maori.  Due to the metaphoric nature of Te Reo Maori, translation into English risks losing the essence of meaning and social application of these words and they will therefore not be translated in this discussion.  See the Maori Glossary above for a brief description.  

The role of Whanau

Achieving independence is a complex activity intertwined with feelings of self-worth, ability and mana and social expectations both from within and external to the Whanau.  Both informants noted tensions between the concept of manaakitanga, which is reflected in the communal caring behaviour of Maori whanau, and the desire to be as independent as possible.  While valuing the spontaneous support expressed through manaakitanga, experiences of patronising behaviour, disempowerment and a lack of understanding by Whanau about the desire to live independently were shared.  

“I find that manaakitanga is a fairly loaded term, because for me it equates to suffocation in more ways than one, more disempowerment, I guess, if you want to put it in today’s context.”

“When you’re trying to live independently some of how they see support,  you know, can be often seen as patronising and so when you start talking about being patronised, …it engenders often angry responses.  And often when you’re requiring support and help from them it almost occurs spontaneously rather than by design.”

There were a number of parents of young adults with impairment who participated in the Kaikohe based forum.  One view about the support role played by Whanau was that it occurred because of a lack of access to alternative support services.  In effect, Whanau met a service gap, and because the behaviours were influenced by cultural beliefs it was the right thing to do, it continued as a given.  

“So she is trying to be an independent young adult and build a life for herself, but in the meantime she is needing some support to get there.  And that often falls to whanau to support those things.”

Another parent said that the support role played by Whanau was influenced by several factors, such as the desire to look after one’s own, a lack of trust in current services and the interdependency set up when another Whanau member receives income for carrying out the support role.

“I suppose that another thing too is that some of those Maori families rely on that.  Even though we don’t like to say that they rely on that dollar... And that’s the fear of having that person with a disability disappear from them once the dollar has gone, the dollar has gone... I am not saying that they are holding them specifically for the money but you know, they are like me most probably.  They don’t want their child to go somewhere else.  Be looked after by strangers or end up in an institution or yeah.  And so they keep really quiet about it.  And I think that is part of something a Kuia had said to me, you know they keep quiet about it.  They don’t want to make waves.”

1.22.3 Barriers to Participation

In general, barriers to participation were expressed from an impairment based perspective, as well as from a culturally disadvantaged viewpoint.  

“And I think the added disadvantage from my perspective is it is being involved in the decision-making process within Maoridom as well.  For me that’s a huge disadvantage for Maori disabled...  We don’t have a strong voice.”
Tikanga

The first concept discussed here is Tikanga, or beliefs/principles/processes.  One way of viewing Tikanga is as an over-arching generic set of beliefs and principles, which define behaviours and processes in Te Ao Maori.  Individual Iwi and Hapu may enact variations according to their own Kawa, or protocol for doing things, however the general principles will remain the same.  

Maintaining the integrity of Tikanga is vital to cultural identity, spiritual well being and personal dignity.  The ability to uphold Tikanga can be compromised when a person with an impairment faces physical, social or communication barriers in Te Ao Maori.  Both key informants noted that balancing Tikanga and Kawa with the impairment related needs of disabled Maori was at times challenging for both disabled Maori and non-disabled Maori.  Some of these challenges are discussed below.  

Gender roles

Having a voice in Maori settings may also be affected by gender roles, where men traditionally have more opportunities to speak.  It is common for Maori males to speak on Marae and during Tikanga based activities.  The female Maori informant acknowledged that due to the duality of being disabled and female, her need to assert her own voice was increasingly important.  Because of this she sometimes chose to not take a male speaker with her, particularly when carrying out work duties, in order to uphold her mana in a Maori setting.  

“And I find that the gender also in the Maori world, with a disability, plays a huge, is a huge disadvantage... And I find when we have kaiwhakahaere or we have men who are perhaps leading a particular role, I find that my own people would regard that person as being, as being in control of that whole process.  Rather than it is my mahi that I need to be there for.”
“And I have to say I avoid sometimes taking a Maori man along with me simply to assert the fact that I am there in my own right, and in my own capacity...”

1.22.4 Physical Impairment

Marae access was noted as a significant barrier to participation for Maori with physical impairment, the impact of which is far more detrimental than many realise.  Many marae have indeed addressed access issues by providing ramps, however as noted by the informants, these did not always allow entry through the main/front entrance of the Tupuna Whare.  Instead wheelchair users often enter through side or rear entrances, which in principle is inconsistent with Tikanga.  Ancestral meeting houses, or Tupuna Whare are symbolic representations of an ancestor and their body.  When passing through the front entrance, one is embraced by the outstretched arms of an ancestor and enters into the safe domain of their frame.  

“Yes, so you tell them, you want me to go into the ass of the building?”

As with most Tikanga based practice, the physical process of entering the building is paralleled by a dual spiritual process.  In the Marae context, an individual becomes denigrated through the experience of being unable to participate equally.  This also reinforces historic cultural notions of illness and independence.  

“Once they recognise that there is an issue, then we have to deal with it by coming in through the back door, or by being lifted, and all those sorts of things.  And I think by the time you get through that process your whole … credibility is almost lost because you're seen as being terribly dependent.”

1.22.5 Vision Impairment

For disabled Maori with vision impairment, there were particular issues relating to guide dogs being forbidden to accompany them on certain marae.  There was discussion about the historical context of much Tikanga and the modern application of these principles being somewhat skewed by external civil constructs such as building compliance and charters etc.  For example, was the forbidding of dogs on a certain Marae due to a Tikanga based perspective (eg: the dog is a predecessor of mankind, and therefore in a spiritual hierarchy, it is not permissible for a person to stand and speak in a dog’s presence), or because the Marae charter explicitly states there are to be no animals in the meetinghouse?

Again it was noted that Kawa varied from marae to marae, however it was also apparent that a flexible approach would be taken by individual marae to accommodate the needs of an individual when needed.  

“I went down to do a presentation one time at a Marae and I turned up with my dog to be told that I can’t take him, so I said oh well I’m out of here basically.  Yeah, so I went to leave and then they said oh well, hang on, hang on, hang on…they apparently had a little conflab or a meeting and decided that it was okay.”  

1.22.6 Deaf/Hearing Impairment

For Deaf Maori, communication presents a significant barrier to participation in Te Ao Maori.  The issue is multifaceted and sign language interpreting can be problematic in Maori settings for a number of reasons.  Firstly there is an identified shortage of tri-lingual interpreters who can appropriately translate Te Reo Maori into NZSL.  The cost of interpreting services was also noted as prohibitive for some Marae to consider providing this.  The appropriateness of translating during tikanga based activities such as powhiri and karakia has also been questioned, due to the spiritual nature of these activities.  The positioning of interpreters so as to not cause offence to the speaker, but remaining visible to the appropriate people is also an issue.  Negotiating these matters requires time and co-ordination, as well as a willingness by Kaumatua to be responsive to the needs of manuhiri.   

Another observation noted by an informant was that of communication barriers and social isolation, when hearing loss was experienced later in life.  There were capacity issues in rural communities, primarily around access to NZSL classes and education and support for both hearing impaired Maori and their Whanau.  Below is an extract, where one informant talked of an older Maori woman, who was participating in an exhibition of traditional Maori arts.  

“And there was one of them amongst them who was deaf and interestingly enough there was very little, if any communication, because none of them knew how to do sign language... she did sign, but she was just learning... her sister was the only one that could speak to her, either by lip reading, or through sign.  And she was trying to get more of our people interested in going along to those [sign language] classes.  Then again we are faced with the same issue about getting that information out there and putting on the transport for them to actually access those classes.”

1.22.7 Generational Differences

It was suggested that cultural perceptions of disabled people were influenced by age.   

“It’s almost strange to see us out there doing what we do, you know…  I find that with people and with Maori particularly in the younger age group, easier to communicate with.  Because I guess this is part of the times.  But with Kuia and Kaumatua, oh it’s big.”

Generational differences can also be noted in the area of Tapu and spirituality, particularly in drawing assumptions about causation of impairments (Te Roopu a Hunga Haua, 2004).  One respondent talked of accessing a Tohunga as a child;

“Now when I was growing up as a young fella and when my eyes start to fail, there was a lot of activity around tohunga intervention.  And so I’d go from tohunga to tohunga and there was always that need, you know, to check that out, to test it out, to see if there was anything that was untoward spiritually and from a tapu.” 

1.22.8 Health and Well Being

It was also noted by this same informant that Tohunga are now more difficult to access and their role in Maori society had been irrevocably altered due to a number of acts of colonisation, such as the Suppression of Tohunga Act (1907), as well as the embracing of Christianity by many Maori.  

Access to Rongoa or traditional Maori medicine was also noted as somewhat difficult.  Estimating the cost of both interventions/treatments was problematic, as many practitioners still operated on a koha basis.  

1.22.9 Summary

Identifying additional costs using the factor of ethnicity is fundamentally difficult, because cultural, social and opportunity costs are largely non-quantifiable and in some cases, it would be inappropriate to attempt to attribute a dollar value to the cost.  

In the forum narratives and the two interviews carried out with disabled Maori, participants tended to highlight aspects of Maori settings or processes, which impacted their full participation.  Cultural perceptions, expectations and relationships with others were also identified as factors limiting independence and the desire to have an ordinary life, however most participants could not quantify the costs associated with these factors.  There also seemed a high level of acceptance that social behaviour was often defined by Tikanga practice or cultural norms that were deeply entrenched and any change was likely to be a very slow process.  

The narratives strongly suggest that marae must become more inclusive on every level.  Communication still poses a significant issue for disabled Maori, whether through the absence of appropriate communication methods or limited opportunities to learn Te Reo Maori.  
The role of whanau remains unquestionably important, however there remains a tension that too much whanau support may inhibit personal independence and dignity.  

Consistent with other feedback forums across the Cost of Disability Research Project, Maori participants tended to focus on their impairment and occupation/employment/income when the notion of cost was pursued.  Perhaps the most pertinent point of difference from a Maori perspective was that occupation interacted with a culturally defined role and expectations of role fulfilment.  For example, as Kaumatua, one informant was frequently required to attend hui and whanau events as a speaker.  There were direct costs associated with transport to and from marae (many remotely based), due to his vision impairment.  These costs, while specific to him being a high participator in Te Ao Maori, are as a result of his impairment related needs.   

Specific items identified by Maori participants, that may be readily represented by a fixed cost, were counselling and education for whanau members, Sign Language classes for whanau members, and footpaths and ramps to access a marae.  However, these costs are difficult to include in the individual budgets under the budget standards method, as they are not related to an individual, but rather relate to capacity building within the wider whanau system.

1.23  Life Transitions

Across the first wave of feedback forums, participants identified major life changes or transitions as times associated with large increases in needs, resources and costs.  The costs associated with an adjustment to impairment or a change in impairment status for people with physical, hearing and vision impairments are particularly high during these periods.

1.23.1 Change in Impairment Status – Mobility

For people who have recently acquired a physical impairment or whose impairment status is changing, the place where they live may not meet their needs any longer and they face increased costs and lost time as they try to find suitable accommodation in a very limited pool of options.  Often, the lack of already modified housing means finding an appropriate place to live and having modifications put in to suit individual needs.  As discussed in the previous chapters for people with a physical impairment and a high level of need, disabled people are only entitled to financial support for one housing modification in their lifetime, so the cost of moving flats may mean a substantial expense to the individual.  The costs may be too high for people to afford which means many disabled people may settle for the accommodation they currently have which may not be accessible to them.

Participant A: “Well the thing is at the moment they only fund one modification for a lifetime.  And I had my parents house modified, not hugely, only the bathroom, and now that I’ve moved out of my parents home, I can’t actually apply for any funding to modify anything else.  Which is really inappropriate.”

Participant B: “Which is completely inappropriate when you’re a young adult.  And the natural progression is for you to move out of home.”

Participant A: “Yeah, well they told me to tell my parents to move out of home so that I could have the accessible home.  Which is not appropriate.”

Participant B: “But there’s this perception that once the need has been assessed, it remains static.  And it doesn’t, it changes.”

“There is no choice.  As [she] was saying, there is a natural progression when you grow up.  Like you’re not always going to live in your parent’s house, you’re not always going to live alone.  If you start to want to have a family, there are stages in your life that change and they’re not accommodating for that at all.”  

1.23.2 Change in Impairment Status – Vision

People who become legally blind, they may choose to move from one area of the country to another to access the services of the Royal New Zealand Foundation of the Blind.  As one participant noted:

“When I first, I moved here to Auckland to learn how to be blind, there wasn’t a lot of resources down at the Bay of Plenty.  And my initial introduction to the Foundation and my assessment was just ever since then fantastic.  I wouldn’t be where I am, I wouldn’t be a student, I certainly wouldn’t be looking down the barrel of a degree.  Oh my God, I thought when I lost my sight, that’s it, my life’s over.  I can't do anything.”

For others who are losing their vision, familiar environments around them may not need to change, but the way they live in those environments does.  The increased resource needs of this group are largely tied to getting the information and skills they need to continue to do all the things they used to be able to do on their own.  

Many of these increased resources are forms of technology.  Learning to use technology and computers, and the available software options that give a vision impaired person access to information may require training depending on how computer savvy the individual is.  Since computer technology advances rapidly, these computer and technology skills will also need to be regularly assessed and updated.  All of the equipment and training come at a considerable expense to the individual but are nonetheless necessary if he or she is going to keep up with everyone else and have the same opportunities to lead an ordinary life.

1.23.3 Losing a Spouse/Partner

As stated earlier in this report, level of need is affected by a number of different factors, not just type and degree of impairment.  Losing a partner can have a drastic effect on a disabled person’s support network and means he or she will need to develop new ways of negotiating everyday barriers and doing all the things independently that were done with a partner before.  Going through a transition like a change in a relationship requires considerable time, energy and resource that are not always readily accessible.

“Well I, I know physically I have got a disability and it hinders me from doing a lot of things that I used to do.  But until Grant died I didn’t really, until I went on an Invalids Benefit because that was the best benefit to go on because it gave you the most money and I qualified.  I didn’t really think of myself as being a disabled person.  Not that Grant did everything for me.  I still do all the cooking and cleaning, and even mow the lawns.  I have got a push button lawn mower.  It is only since he died that I now say to people that I can’t do such and such because I have got a disability.  And I just cannot admit to it, it is just that I have accepted that I have got a disability, whereas before I just thought of myself as a normal person.  So it was really only going on an Invalids Benefit that has made me feel like an invalid.”

1.23.4 Change in Impairment Status – Impact on Relationships

Support from family and partners is also critical as the nature and degree of impairment changes.  Sudden and gradual changes such as losing sight, or hearing or mobility, or going through experiencing a mental health crisis impacts an entire family or a relationship as well as the disabled person.  A sharp increase in resource needs including emotional support can put a considerable strain on these relationships.

“If you become disabled while you are working, then the whole thing changes, because it’s a whole, you’ve become, it’s a whole different experience.  The whole loss of earnings, the loss of accessibility to all the other things that this person can now do, would not perhaps have been able to have been if he was in that situation before he had his job.”

“I think they talk about things called life shocks in your life….They are events and they don’t necessarily have to be physical.  I mean they can be relating to things like mental illness or a break up of a relationship, or whatever.  But those particular life shocks, or something like that where you do get a sudden change, does have some quite tremendous upfront costs, as well as the reduction in income level.  
And sometimes I think people can probably, you don’t know where to go when you’re in those situations.  So you may actually end up spending a lot more trying to compensate for where you’re at…At very short notice.”

“If you were working before, if you have a couple earning income and then suddenly one is not earning an income, then it changes everything.  It changes for 2 people.  And the family, it changes everything.  Their life chances at university, or whatever, it changes everything and I actually don’t know how people can unchange that, I don’t think they really can.  But the only way I think is just to keep finding a way, keep finding a way.”

“Well it’s just stuff about getting old, you know especially if you live alone.  You might have a system like I have that’s working very well.  But if a couple of people suddenly dropped out of my life in a hurricane, I’d be in the high disability needs group actually, for awhile, you know.  Going through a period of grief and a few months I’m sure I would be moderately independent.” 

---
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2 Appendix A – Composition of Feedback Forums

Note that this project’s methodology does not rely on demographically representative sampling of participants.
2.1 First Wave of Forums

Physical Impairment, Moderate Needs

· Gender:  5 women and 2 men

· Age:  2 age 18-30; 1 age 31-45; 4 age 46-64

· Ethnicity:  6 NZ European; 1 Pacific Island

· Employment and Education status (not mutually exclusive):  2 working full-time, 2 working part-time, 1 studying part time, 3 unemployed
Physical Impairment, High Needs

· Gender:  6 women, 1 man

· Age:  2 age 18-30; 2 age 31-45; 3 age 46-64

· Ethnicity:  6 NZ European; 1 NZ Maori

· Employment and Education status:  1 working full-time, 1 studying full-time, 5 unemployed
Vision Impairment, Moderate Needs
· Gender:  3 women and 3 men

· Age:  4 age 31-45; 2 age 46-64

· Ethnicity:  5 NZ European; 1 English/Cuban

· Employment and Education status:  4 working full-time, 2 unemployed
Vision Impairment, High Needs

· Gender:  3 women and 3 men

· Age:  1 age 18-30; 3 age 31-45; 2 age 46-64

· Ethnicity:  5 NZ European; 1 NZ Maori

· Employment and Education status:  2 working full-time; 1 working part-time, 1 studying part-time, 3 unemployed
Hearing Impairment, Moderate Needs
· Gender:  3 women and 2 men

· Age:  2 age 31-45; 3 age 46-64

· Ethnicity:  2 NZ European; 1 NZ Maori, 1 Pacific Island and 1 other

· Employment and Education status:  2 working full-time; 2 working part-time, 1 studying full-time; 1 unemployed

Hearing Impairment, High Needs
· Gender:  3 women and 2 men

· Age:  2 age 31-45; 3 age 46-64

· Ethnicity:  5 NZ European

· Employment and Education status:  3 working full-time; 1 working part-time, 1 studying part-time; 1 unemployed

Intellectual Impairment, Moderate Needs
· Gender:  5 women and 3 men

· Age:  1 age 18-30; 3 age 31-45; 4 age 46-64
· Ethnicity: 7  NZ European; 1 NZ Maori

· Employment and Education status:  5 working part-time; 3 unemployed

Intellectual Impairment, High Needs

· Gender:  4 women and 1 man

· Age:  1 age 18-30; 4 age 31-45

· Ethnicity:  4 NZ European; 1 Pacific Island

· Employment and Education status:  2 working part-time, 1 studying full-time, 2 studying part-time; 3 unemployed

Mental Health Impairment, Moderate Needs (Interviews)
· Gender:   2 women and 2 men
· Age:  2 age 31-45; 2 age 46-64
· Ethnicity:  3 NZ European; 1 NZ Maori
· Employment and Education status:  1 studying part-time; 4 unemployed
Mental Health Impairment, High Needs (Interviews)

· Gender:  2 women and 2 men

· Age:  1 age 18-30; 3 age 46-64

· Ethnicity:  3 NZ European; 1 NZ Maori

· Employment and Education status:  4 unemployed

Mental Health Impairment, Moderate Needs (Forum)
· Gender:  3 women and 2 men

· Age:  4 age 18-30; 1 age 46-64

· Ethnicity:  5 NZ European
· Employment and Education status:  4 working part-time
2.2 Second Wave of Forums

Young People

· Gender:  3 women and 5 men

· Age:  8 age 18-30

· Employment and Education status:  1 working full-time, 7 secondary school,
Aging with Impairment

· Gender:  2 women and 5 men

· Age:  7 age 46-64
· Ethnicity:  5 NZ European; 1 Pacific Island
Location and Colder Climate – Dunedin

· Gender:  7 women and 1 man

· Age:  2 age 18-30; 2 age 31-45; 4 age 46-64

· Ethnicity:  All NZ European

Ethnicity (Maori) & Rural Community – Kaikohe

· Gender:  4 women and 2 men
· Age:  2 age 18-30; 1 age 31-45; 1 age 46-64; 2 age unknown
· Ethnicity:  6 NZ Maori

Parents of High Needs Adults

· Gender:  6 women and 1 man

· Age:  6 parents of adult children aged 18-30, and 1 participant age18-30
· Ethnicity:  All NZ European

3 Appendix B – Unit Costs, Sources and Amounts
Note: all prices are in 2006 dollars
	Item
	Unit Price
	Unit
	Source
	Comments

	Bathroom / Toilet
	
	
	
	 

	Bathroom modification - wet area shower
	$8554.24
	Per item
	AccessAble 
www.accessable.co.nz
	Included in high needs physical impairment budget.

	Bathroom modification - lowered wheelchair accessible vanity
	$2000.00
	Per item
	AccessAble 
www.accessable.co.nz
	Included in high needs physical impairment budget. Costs for a toilet not included, generally requires a paraplegic pan and with installation could cost $1000.

	Heater and extractor fan (buy & install)
	$183.02
	Per item
	Plumbing Plus - www.plumbingplus.co.nz
	Included in high needs physical impairment budget. Identified need - required to maintain body temperature and to assist with breathing difficulties.

	Bath grab rail (and installation)
	$156.00
	Per item
	Disability Resource Centre - www.disabilityresource.org.nz
	Includes cost of grab rail at $117.00 and part/complete installation cost  

	Electric toothbrush
	$87.90
	Per item
	LV Martin and Sons - lvmartin.co.nz
	Braun 5000, included in high needs physical impairment budget

	Tap turners (pair)
	$25.00
	Per item
	Disability Resource Centre - www.disabilityresource.org.nz
	Included in high needs physical impairment budget. Equipment for the task as an alternative to modification costs

	Commode/shower chair
	$1,152.00
	Per item
	Ebos Healthcare - www.eboshealthcare.co.nz
	Included in high needs physical impairment budget.  Used in a wet area; requirement for quality stainless steel (non-rust) piece of equipment. 

	Toilet grab rail
	$156.00
	Per item
	Mitre 10 - www.mitre10.co.nz
	Included in high needs physical impairment budget.  

	Bedroom
	
	
	
	 

	Adjustable bed: double with pressure care mattress
	$4,500.00
	Per item
	Invacare - www.invacare.co.nz
	Included in high needs physical impairment budget.  

	Waterproof mattress protector (double)
	$450.00
	Per item
	Invacare - www.invacare.co.nz
	Encapsulated – for high incontinence.    Included in high needs physical impairment budget.

	Absorbent bed pads
	$100.00
	Per item
	Disability Resource Centre - www.disabilityresource.org.nz
	Require two (at $50.00 each) so a person can have one on the bed and one in the wash

	Waterproof heat pad
	$121.00
	Per item
	Briscoes - www.briscoes.co.nz
	Included in high needs physical impairment budget. Identified need due to lack of mobility and difficulties with core body temperature and continence issues   

	Vendelet bed turner
	$3,000.00
	Per item
	Ebos Healthcare - www.eboshealthcare.co.nz
	Included in high needs physical impairment budget.  Equipment to turn person instead of requiring an extra support person.  

	Body pillow
	$105.00
	Per item
	Orthocare - www.orthocare.co.nz
	Included in high needs physical impairment budget. This supports the body when lying in a prone position and assists with maintaining posture support  

	Body pillow cases
	$80.00
	Per item
	
	Included in high needs physical impairment budget. Waterproof preferred due to continence and sweating issues around hygiene  

	Knee pillow
	$131.00
	Per item
	Orthocare - www.orthocare.co.nz
	Included in high needs physical impairment budget. Body/posture support 

	V-neck pillow
	$28.00
	Per item
	Briscoes - www.briscoes.co.nz
	Included in high needs physical impairment budget. Body/posture support  

	Electric blanket for winter
	$99.00
	Per item
	Noel Leeming - www.noelleeming.co.nz
	Included in high needs physical impairment budget. Maintain core body temperature 

	Extra duvet 
	$349.00
	Per item
	Farmers Ltd.  - www.farmers.co.nz
	Winter weight duvet. Included in high needs physical impairment budget.  

	Touch lamp
	$39.99
	Per item
	Briscoes - www.briscoes.co.nz
	Included in high needs physical impairment budget. No switches involved making it easier to activate

	Clothing
	
	
	
	 

	Clothing  that is easy to look after/non-iron clothing
	$300.00
	Per year
	Farmers Ltd.  - www.farmers.co.nz
	Need identified for vision impaired people. Budget assumes that non-disabled people and disabled people can choose clothing to meet their needs for the same price

	Clothing alterations 
	$12.00
	Per Alteration
	Reference Group
	Included in high needs physical impairment budget. Adjust clothing to fit and make easier to put on/off 

	Clothing - devices and training to coordinate socks & clothing colours
	$64.10
	Per item
	RNZFB - www.rnzfb.org.nz
	Match Makers Tactual Colour Identifiers $US 49.95. Included in high needs vision impairment budget

	Thermal Socks - Thermastat Liner V2
	$19.90
	Per item
	Kathmandu Ltd.  - www.kathmandu.co.nz
	Provision for two items in high need physical impairment budget

	Thermals Thermalplus L/S Top
	$59.90
	Per item
	Kathmandu Ltd.  - www.kathmandu.co.nz
	Provision for two items in high need physical impairment budget

	Thermals Thermalplus Longjohns
	$59.90
	Per item
	Kathmandu Ltd.  - www.kathmandu.co.nz
	Provision for two items in high need physical impairment budget

	Sheepskin lined slippers
	$70.00
	Per item
	Sheep World, Matakana - www.sheepworld.co.nz
	For warmth and light pressure relief included in high need physical impairment budget

	Good quality footwear (extra pairs)
	$160.00
	Per two pairs
	Hannahs Shoes, New Zealand  
	Included in moderate and high physical needs impairment budgets and moderate and high vision impairment budget.  Assumption that good quality shoes will last longer than cheaper items and that replacements may be needed from harder wear and tear.

	Easy fit, comfortable, lightweight button up shirts
	$109.90
	Per item
	Kathmandu Ltd.  - www.kathmandu.co.nz
	Included in high needs physical impairment budget.  Good quality, long lasting.

	Easy fit, comfortable, lightweight: Pull on microfibre trousers
	$159.95
	Per item
	Kathmandu Ltd.  - www.kathmandu.co.nz
	Included in high needs physical impairment budget.  Good quality, long lasting.  

	Ortho socks
	$39.50
	Per item
	Pharmacy Direct - www.pharmacydirect.co.nz
	Scholl Flight Socks. Included in moderate needs physical impairment budget

	Dry cleaning 
	$20.00
	Per cleaning
	Green Acres (Mt Albert) 
	Estimate price per item based on Green Acres (Mt Albert) prices. Included in moderate and high needs vision impairment budget to ensure clothes are presentable (includes button replacement, etc.)

	Housing  
	
	
	
	

	Widen doorways
	$1210.29
	Per unit
	AccessAble www.accessable.co.nz
	Estimate per doorway: allows for door widening for 5 doorways in the house. Included in high needs physical impairment budget

	Permanent Ramps
	$4,500.00
	Per unit
	AccessAble www.accessable.co.nz
	Estimate for the cost of a permanent ramp: allow for two permanent ramps in the house. Included in high needs physical impairment budget

	Folding concertina style portable ramp
	$1,250.00
	Per item
	Invacare - www.invacare.co.nz
	Included in high needs physical impairment budget.  May be used to transfer power wheelchair out of vehicle, and provides access to non-accessible buildings.

	Review of housing modifications (every 5 yrs)
	$200.00
	Per visit
	Reference Group
	Estimate Price

	Carpet with double underlay
	$136.00
	Per item
	Hills Flooring - www.hillsfloorings.co.nz
	Cost per square metre. Carpet required for living and bedroom area of disabled person and bedroom of personal assistant. Carpet requires double underlay for added warmth and durability (wheelchair use)

	Carpet cleaning
	$40.00
	Per hour
	Hire a Hubby - www.hireahubby.co.nz
	Included in high need vision impairment budget. More spillage/mess likely in this sector group

	Blinds: easy opening
	$156.95
	Per item
	Mitre 10 - www.mitre10.co.nz
	Blinds where selected as an alternative to curtains as they were perceived to be easier to manage

	Lowered light switches throughout the home
	$35.00
	Per item
	Invacare - www.invacare.co.nz
	Included in high needs physical impairment budget.  Lowered for easy reach. Ten allowed for in the budget.

	Environmental lighting throughout the house spotlights
	$29.95
	Per year
	Lighting Direct - www.lightingdirect.co.nz
	Identified as a need in the low vision impairment budget and 10 lights allowed for

	Gates/Fencing around the property
	$4,135.12
	Per property
	Reference Group
	Estimated price for fencing a 500sqm section. Identified need in hearing and vision high need impairment budget due to present of hearing/guide dog and high needs intellectual impairment budget

	Childproof locks
	$10.00
	Per item
	Mitre 10 - www.mitre10.co.nz
	Estimate based on numerous child locks available at Mitre 10. Need identified by people in high needs intellectual impairment budget

	Household Items
	
	
	
	

	Armchair - recliner/raiser/powered/hand control/2 motor
	$1,900.00
	Per item
	Disability Resource Centre - www.disabilityresource.org.nz
	Included in high needs physical impairment budget.  Raises the person to get out of the chair, assists support person also from lifting person from chair to wheelchair.   

	Dustpan
	$6.95
	Per item
	LV Martin and Sons - lvmartin.co.nz
	Average cost for standard dustpan (non-disabled people)
	
	
	

	Dustpan – long handled
	$15.99
	Per item
	LV Martin and Sons - lvmartin.co.nz
	Included in moderate and high needs physical impairment budget. Less need to bend over 
	
	
	

	Iron 
	$59.59
	Per item
	Dick Smiths Electronics - www.dse.co.nz
	Sunbeam – Iron – SR5340. (non-disabled people)

	Iron -cordless
	$199.95
	Per item
	Hill & Stewart - www.hillandstewart.co.nz
	Identified as need by people with moderate and high needs physical impairment.  

	Tall stool for ironing
	$61.00
	Per item
	AccessAble - www.accessable.co.nz from ACC Equipment List
	Identified as need by people with moderate needs physical impairment. Balance, stability and fatigue are factors here 

	Vacuum cleaner
	$129.99
	Per item
	Noel Leeming - www.noelleeming.co.nz
	Comparison item for non-disabled people 

	Vacuum cleaner – long handled hand held mini vacuum cleaner
	$199.99
	Per item
	Noel Leeming - www.noelleeming.co.nz
	Electrolux long handled hand-held mini vac identified as need by people with moderate and high needs physical impairment as opposed to a conventional vacuum cleaner.

	Information and Technology 
	
	
	
	

	Computer Support/Training to keep up with technology
	$300.00
	Per year
	Reference Group
	Estimate for Computer Support Sessions based on $150 p/h.  Included in high needs hearing impairment budget and high need vision impairment budgets. 

	Computer with modem
	$1,098.00
	Per item
	Dell Computers - www.dell.co.nz      
	Included in high needs physical impairment budget and moderate needs hearing impairment budget.  

	Computer with sufficient RAM to run software and a large monitor(24 inch)
	$2,599.00
	Per item
	Dell Computers - www.dell.co.nz      
	Model Dell™ Dimension™ 9200
accessed 22 July 2007.  Identified as a need for people with high need vision impairment.

	Good seating for computer use
	$300.00
	Per item
	Reference Group
	Estimate price of an office chair for computer use at home.  Compared to cost of $50 for a non-disabled person to use a computer at home.

	CCTV scanner
	$2,500.00
	Per item
	RNZFB - www.rnzfb.org.nz
	Included in high need vision impairment budget. Has high magnification levels

	CCTV to read printed material
	$2,500.00
	Per item
	RNZFB - www.rnzfb.org.nz
	Included in moderate need vision impairment budget. Need for people to read printed material.

	Digital recording device
	$79.99
	Per item
	Noel Leeming - www.noelleeming.co.nz
	Sony M475; included in high need vision impairment budget

	Dragon Voice Activated Software
	$449.95
	Per item
	Sony NZ - www.sony.co.nz/vaio/product/software.jsp - dragon naturallyspeaking 9
	Identified in high need physical impairment budget. Verbal word processing for those with limited hand/arm function 

	DVD recorder that records subtitles
	$899.99
	Per item
	Dick Smiths Electronics - www.dse.co.nz
	Based on high-end Pioneer DVD recorder from www.noelleeming.co.nz to estimate the price of a specialised DVD recorder that also records subtitles. Included in high needs hearing impairment budget.

	Hearing aids (pair)
	$8,000.00
	Per item
	NZ Audiological Society - www.audiology.org.nz
	Included in the moderate and high needs hearing impairment budget. 

	Hearing aid - extra insurance
	$50.00
	Per year
	Reference Group
	Estimate that $50 extra covers hearing aid insurance.  

	iPod
	$398.00
	Per item
	Noel Leeming - www.noelleeming.co.nz
	iPod 30Gb Included in moderate and high vision impairment budget as it serves multiple functions, particularly for entertainment/leisure including music, books available electronically to download, ,etc.. 

	iPod recording device
	$117.00
	Per item
	Dick Smith Electronics – www.dse.co.nz
	Included in high needs vision impairment budget

	iPod - headphones for iPod
	$30.00
	Per item
	Noel Leeming - www.noelleeming.co.nz
	Average based on range of headphones available priced from $19.99 to $39.99.  Included in moderate need vision impairment budget

	Labeller
	$49.99
	Per item
	Noel Leeming - www.noelleeming.co.nz
	Brother PT1000; Identified in high need vision impairment budget.

	Scanner/printer
	$778.00
	Per item
	Dell Computers - www.dell.co.nz      
	Identified in high need vision impairment budget.

	Screen reading software - JAWS
	$1,136.80
	Per item
	RNZFB - www.rnzfb.org.nz
	Westpac Currency Conversion from US 2007 dollars to NZ 2007 dollars: 1136.80 New Zealand Dollar @ 0.7873 if you are purchasing $895 USA.  www.westpac.co.nz 

Identified in moderate need vision impairment budget.

	Magnification Screen Reader: ZoomText 9.1
	$1,316.28
	Per item
	MaxiAids.com - www.maxiaids.com
	Identified in high need vision impairment budget. Verbal instead of text reading

	ZoomText large font key pad
	$388.92
	Per item
	MaxiAids.com - www.maxiaids.com
	Identified in high need vision impairment budget. Enlarged font for key identification

	Portable electronic magnifier
	$1,771.65
	
	MaxiAids.com - www.maxiaids.com
	Zabonne QuickLook product; identified in high need vision impairment budget. 

	Talking alarm clock
	$46.80
	Per item
	RNZFB - www.rnzfb.org.nz
	Panasonic - Clock Radio – RC-700GN-S; identified in high need vision impairment budget.

	Talking books
	$41.99
	Per item
	www.ferrit.co.nz
	Paperback version of a book on tape identified in high vision impairment budget

	Watch (talking)
	$41.00
	Per item
	LV Martin and Sons - lvmartin.co.nz
	Identified in high need vision impairment budget

	Talking timer
	$75.00
	Per item
	Reference Group
	Included in high need vision impairment budget

	Talking/High-Definition Watch 
	$41.00
	Per item
	MaxiAids.com - www.maxiaids.com
	Tel-Time talking watch www.maxiaids.com; included in high need vision impairment budget

	Broadband internet
	$45.00
	Per month
	Telecom - www.xtra.co.nz
	Telecom NZ Explorer package 

	Personal loop system
	$290.00
	Per item
	NZ Audiological Society - www.audiology.org.nz
	Custom Hearing Services

	Mobile phone 
	$188.97
	Per item
	Dick Smiths Electronics - www.dse.co.nz
	Need identified and included in moderate and high need physical impairment budget and moderate and high needs mental health impairment budgets.

	Mobile phone charges
	$30.00
	Per month
	Reference Group
	Estimated expenditure on a Vodafone Pre-Pay Plan per month.  

	Mobile phone for text messaging with bluetooth & Smartlink capability
	$300.00
	Per item
	Dick Smiths Electronics - www.dse.co.nz
	Identified in moderate needs hearing impairment budget. A portable communicator for everyday need. 

	Mobile phone with bigger buttons and larger font
	$350.00
	Per item
	Dick Smiths Electronics - www.dse.co.nz
	Need identified for this type of mobile phone by people with low needs intellectual impairment.

	Mobile phone with capability to host synthetic speech
	$539.00
	Per item
	Vodafone NZ - www.vodafone.co.nz
	Nokia 5500 rugged, spoken text messaging, extra memory capacity.  Included in the moderate and high need vision impairment budget.

	Mobile phone with video messaging/SMS messaging capability
	$350.00
	Per item
	
	Included in the high needs hearing impairment budget

	Extra mobile phone usage 
	$20.00
	Per month
	Estimated $20 extra per month for texting
	Extra mobile phone usage for texting.  Included in the high needs hearing impairment budget

	Mobile fax machine/service to mobile phone
	$4.00
	Per item
	Vodafone NZ - www.vodafone.co.nz
	$4.00 per month plus GST service from Vodafone that sends fax to your mobile. Included in the high needs hearing impairment budget

	Tribute Telephone - lights up when ringing
	$99.95
	Per item
	DeafQuip NZ - www.deafquip.co.nz 
	Included in moderate needs hearing impairment budget. Alerts  the person to a ringing phone with amplification

	Flashing lights for telephone
	$129.95
	Per item
	DeafQuip NZ - www.deafquip.co.nz 
	Included in high needs hearing impairment budget as a visual alert that the phone is ringing

	Hands free kit for mobile phone
	$39.97
	Per item
	Dick Smiths Electronics - www.dse.co.nz
	Identified in moderate and high need physical and vision impairment budgets.

	Headset for telephone
	$28.00
	Per item
	Dick Smiths Electronics - www.dse.co.nz
	Identified in high needs physical impairment budget. Designed for people with poor physical function and keeps hands free 

	Telephone relay service (rental)
	$15.00
	Per item
	New Zealand relay service - www.nzrelay.co.nz
	Included in high needs hearing impairment budget. Service to maintain communication

	Printacall uniphone 1150
	$1,457.00
	Per item
	DeafQuip NZ - www.deafquip.co.nz 
	Included in high needs hearing impairment budget

	Fax machine
	$150.00
	Per item
	Dick Smiths Electronics - www.dse.co.nz
	Communication aid included in moderate need and high need hearing impairment budgets. 

	Extra ink cartridges for fax machine
	$44.98
	Per item
	Dick Smith Electronics - www.dse.co.nz
	Included in high needs hearing impairment budget 

	Extra paper for fax machine (extra 250 sheets pm)
	$6.98
	Per item
	Dick Smiths Electronics - www.dse.co.nz
	Extra ream of paper per month - Canon A4. Included in high needs hearing impairment budget

	Batteries for all technology
	$28.99
	Per item
	Noel Leeming - www.noelleeming.co.nz
	AA batteries – budget assumes 1 pack per week included in the high needs hearing and vision impairment budgets.

	Sign Language Course
	$1,000.00
	Per course
	Reference Group
	Estimate for Sign Language Course attended over 52 weeks. Included in moderate and high needs hearing impairment budget.

	Alarm clock/CD/radio with remote control
	$169.99
	Per item
	Noel Leeming - www.noelleeming.co.nz
	Included in the high needs physical impairment budget.  Used for those with poor mobility and hand function.

	Vibrating alarm clock
	$289.00
	Per item
	DeafQuip NZ - www.deafquip.co.nz 
	Included in the moderate and high needs hearing impairment budgets.  Assists hearing impaired and Deaf with time management

	Vibrating alarm watch
	$41.00
	Per item
	LV Martin and Sons - lvmartin.co.nz
	Identified in the high needs impairment budget.  Assists a Deaf person with time management.

	TV with remote + Teletext
	$799.00
	Per item
	Dick Smiths Electronics - www.dse.co.nz
	Included in moderate and high needs hearing impairment budgets.

	Kitchen & Meal Preparation
	
	
	
	

	Modified kitchen with lowered bench space and leg room for wheelchair user
	$17,108.48
	Per Item
	Accessable
	Identified in high need physical impairment budget.  Option for more active independent users which would lessen the need for a Support Person.

	Stove/oven at same height as the bench
	$949.98
	Per item
	Noel Leeming - www.noelleeming.co.nz
	Oven/stove top combo $799.99 versus wall oven $599.99 plus separate cook top $349.99.  Identified in high need physical impairment budget.

	Rise and fall sink with garbage disposal
	$1,231.50
	Per item
	Smith et al (2004) 
	Converted to 2005 NZ dollars.  Identified in high need physical impairment budget.

	Tap turners (pair)
	$25.00
	Per item
	Disability Resource Centre - www.disabilityresource.org.nz
	Identified in low and high need physical impairment budget.  Equipment option instead of replacing standard taps with lever handled options.

	Fridge freezer with pull out freezer drawers located at the bottom
	$1,600.00
	Per item
	Noel Leeming - www.noelleeming.co.nz
	Fridge freezer with pull out freezer drawers located at the bottom for easy access by wheelchair users.  Included in high needs physical impairment budget.

	Food Processor 
	$349.99
	Per item
	Noel Leeming - www.noelleeming.co.nz
	Kenwood FP920 to assist with independent meal preparation.  Included in high need physical impairment budget.  

	Microwave
	$199.00
	Per item
	Noel Leeming - www.noelleeming.co.nz
	Required for ease of creating a meal when no support people are present.  Identified in moderate and high need physical impairment, moderate and high need vision impairment and moderate need Intellectual impairment budgets.  

	Sandwich maker
	$69.99
	Per item
	Noel Leeming - www.noelleeming.co.nz
	Need identified and included in moderate need vision impairment budget.  

	Grilling machine
	$129.99
	Per item
	Noel Leeming - www.noelleeming.co.nz
	Need identified and included in moderate need vision impairment budget.  

	Adapted/modified grip kitchen tools - large flexible turner
	$15.90
	Per item
	Table Pride - www.tablepride.co.nz   
	To support independent use. Included in high need physical impairment budget.

	Adapted/modified grip kitchen tools - liquid measuring jug (4 cup)
	$27.75
	Per item
	Epicurean Workshop - www.epicurean.co.nz/
	To support independent use. Included in high need physical impairment budget.

	Adapted/modified grip kitchen tools - measuring cups
	$66.95
	Per item
	Epicurean Workshop - www.epicurean.co.nz/
	To support independent use. Included in high need physical impairment budget.

	Adapted/modified grip kitchen tools - measuring spoons
	$33.50
	Per item
	Epicurean Workshop - www.epicurean.co.nz/
	To support independent use. Included in high need physical impairment budget.

	Adapted/modified grip kitchen tools - slotted spoon
	$10.90
	Per item
	Table Pride - www.tablepride.co.nz   
	To support independent use. Included in high need physical impairment budget.

	Adapted/modified grip kitchen tools - solid spoon
	$10.90
	Per item
	Table Pride - www.tablepride.co.nz   
	To support independent use. Included in high need physical impairment budget.

	Adapted/modified grip kitchen tools - tongs
	$24.50
	Per item
	Table Pride - www.tablepride.co.nz   
	To support independent use. Included in high need physical impairment budget.

	Long handled tongs
	$20.00
	Per item
	Disability Resource Centre - www.disabilityresource.org.nz
	To support independent use. Included in high need physical impairment budget.

	Electric can opener
	$39.99
	Per item
	Noel Leeming - www.noelleeming.co.nz
	Moulinex OPENMATIC. Identified as need by people with moderate needs physical impairment.

	Kettle tipper
	$82.00
	Per item
	Disability Resource Centre - www.disabilityresource.org.nz
	Identified as need by people with moderate and high needs physical impairment.

	Lightweight cookware
	$30.00
	Per item
	Disability Resource Centre - www.disabilityresource.org.nz
	4 lightweight versus estimate for 4 regular pots/pans.  Identified as need by people with high needs physical impairment.

	Talking scales 
	$166.05
	Per item
	Disability Resource Centre - www.disabilityresource.org.nz
	Verbal guide in the kitchen. Identified as need by people with moderate and high vision impairment needs.

	Dycem non-slip mat
	$61.00
	Per item
	Disability Resource Centre - www.disabilityresource.org.nz
	To keep plates/bowls still and stable for those who have difficulty with eating/drinking.  Identified as need by people with high physical impairment needs.

	Adapted crockery: slip resistant scoop plate
	$30.00
	Per item
	Disability Resource Centre - www.disabilityresource.org.nz
	To assist with food control when eating.  Identified as need by people with high physical impairment needs.

	Adapted cutlery: lightweight, grips
	$30.00
	Per item
	Disability Resource Centre - www.disabilityresource.org.nz
	To support independent use.  Identified as need by people with high physical impairment needs.

	Lightweight mugs & stemware
	$30.00
	Per item
	Disability Resource Centre - www.disabilityresource.org.nz
	To assist independent drinking for those with limited hand strength/function.

Identified as need by people with high physical impairment needs.

	Sipper bottle with extended straw
	$9.99
	Per item
	Kmart - www.kmart.co.nz
	Allows access to drinks when reach and function are an issue.  Identified as need by people with high physical impairment needs.

	Liquid level indicator
	$18.65
	Per item
	RNZFB - www.rnzfb.org.nz
	EZ Fill Liquid Alarm from Independent Living Aids accessed through RNZFB equipment resource; original price US$12.95. Included in  moderate and high needs vision impairment budget

	Bump-ons (sheet of 56)
	$10.17
	Per item
	Smith et al (2004) 
	These products assist visually impaired people to identify products etc, i.e.: tins of spaghetti versus tins of peaches.  Included in moderate and high vision impairment budgets.

	Wheelchair lap tray
	$295.00
	Per item
	Invacare - www.invacare.co.nz
	Identified as need by people with high physical impairment needs to assist in maintaining independence.

	
	
	
	
	

	Participation
	
	
	
	 

	Guide dog (includes hearing dog)
	$22,500.00
	Per dog
	RNZFB - www.rnzfb.org.nz
	RNZFB (estimate to breed, train, raise & place).  Included in high needs vision impairment budget.

	Grooming for guide/hearing dog
	$20.00
	Per visit
	Bj's dog wash - www.bjs.net.nz
	Maintenance of dog. Included in high needs vision and hearing impairment budgets

	Veterinary care
	$100.00
	Per visit
	Reference Group
	Veterinary care budgeted at 4 visits per year.  Included in high needs vision and hearing impairment budgets

	
	
	
	
	

	Safety
	
	
	
	

	Sensor lights 
	$24.93
	Per item
	Mitre 10 - www.mitre10.co.nz
	Two sensor lights are required at the front and rear entrance and included in the budget.  Included in moderate need hearing and vision impairment, moderate and high need physical impairment budgets.

	Security Lights – outdoors
	$24.93
	Per item
	Mitre 10 - www.mitre10.co.nz
	Included in high needs hearing impairment budget. Two lights included in the budget.

	Domestic Alarm System
	$1,200.00
	Per year
	Garrison Security - www.garrisonalarms.co.nz
	Includes panic button. Identified as a need across several groups and included in the high needs physical, moderate and high needs vision, moderate and high needs hearing, high needs intellectual and high needs mental health impairment budgets.

	Monitoring of Domestic Alarm System
	$36.50
	Per month
	Garrison Security - www.garrisonalarms.co.nz
	Included in all the above relevant budgets

	Smoke detector
	$9.98
	Per item
	Mitre 10 - www.mitre10.co.nz
	Quell smoke alarm.  Identified as a need and included in the high needs mental health impairment budget.

	Flashing/vibrating doorbell
	$249.00
	Per item
	DeafQuip NZ - www.deafquip.co.nz 
	Identified as a need and included in the moderate and high needs hearing impairment budgets.

	Flashing/vibrating smoke alarm
	$169.95
	Per item
	Dick Smiths Electronics - www.dse.co.nz
	Identified as a need and included in the moderate and high needs hearing impairment budgets.

	Medic alert bracelet 
	$75.00
	Per item
	Medic Alert New Zealand - www.medicalert.co.nz
	Medic alert bracelet (one time cost).  Identified as a need and included in the moderate and high physical impairment budgets, and the moderate and high need vision impairment budgets.

	Support - Household & Personal Care Needs & Equipment 
	
	
	
	

	Individual time - Light and Heavy Housework, Shopping and Travel
	$19.85
	Per hour
	Statistics New Zealand
	Average hourly wage for a salaried worker in New Zealand.  Identified as a need and included in all the impairment budgets

	Support person - Heavy Housework
	$40.00
	Per hour
	Hire a Hubby - www.hireahubby.co.nz
	Increased hourly rate for heavy housework as opposed to light housework support @ $19.50 per hour. Identified as a need and included in all the impairment budgets

	Support person - Light Housework
	$19.50
	Per hour
	Domestic and Services Personnel Ltd, www.Domestic.co.nz
	Identified as a need and included in all the impairment budgets

	Support person - Personal assistance 
	$21.20
	Per hour
	ACC Schedule of payment to provides - www.acc.org.nz 
	This is assumed to include support person for community participation and other activities outside the home.  Identified as a need and included in the high need physical, intellectual and mental health impairment budgets.

	Support person - Personal Assistant: sleep-overs
	$50.00
	Per night
	Domestic and Services Personnel Ltd, www.Domestic.co.nz
	Identified as a need and included in the high need physical, intellectual and mental health impairment budgets.

	Support person - Interpreter
	$60.00
	Per hour
	Deaf Association of NZ - www.deaf.co.nz 
	Included in high need hearing impairment budget

	Hoist - Ceiling tracking hoist system
	$7,000.00
	Per item
	Medi-Pant - www.ubd.co.nz/business
	Included in high need physical impairment budget.

	Hoist - Portable hoist
	$3,665.00
	Per item
	Medi-Pant - www.ubd.co.nz/business
	Included in high need physical impairment budget.

	Hoist - Replacement sling for portable hoist
	$250.00
	Per item
	Ebos Healthcare - www.eboshealthcare.co.nz
	Included in high need physical impairment budget.

	Personal Assistant Costs
	
	
	
	

	Bed and mattress: single
	$530.00
	Per item
	Target Furniture Store - www.targetfurniture.co.nz
	Furnish bedroom for personal assistant and allow for overnight stays.  Identified as need in high need physical and intellectual impairment budget.

	Mattress protector
	$80.00
	Per item
	Farmers Ltd.  - www.farmers.co.nz
	Furnish bedroom for personal assistant and allow for overnight stays.  Included in high need physical impairment budget.

	Bedside unit
	$119.00
	Per item
	Target Furniture Store - www.targetfurniture.co.nz
	Furnish bedroom for personal assistant and allow for overnight stays.  Included in high need physical impairment budget.

	Drawers
	$259.00
	Per item
	Target Furniture Store - www.targetfurniture.co.nz
	Furnish bedroom for personal assistant and allow for overnight stays.  Included in high need physical impairment budget.

	Bed - single duvet
	$39.99
	Per item
	Briscoes - www.briscoes.co.nz
	Furnish bedroom for personal assistant and allow for overnight stays.  Included in high need physical impairment budget.

	Bed - duvet cover (single)
	$29.99
	Per item
	Briscoes - www.briscoes.co.nz
	Furnish bedroom for personal assistant and allow for overnight stays.  Included in high need physical impairment budget.

	Bed - fitted sheet (single)
	$19.99
	Per item
	Briscoes - www.briscoes.co.nz
	Furnish bedroom for personal assistant and allow for overnight stays.  Included in high need physical impairment budget.

	Bed - flat sheet (single)
	$19.99
	Per item
	Briscoes - www.briscoes.co.nz
	Furnish bedroom for personal assistant and allow for overnight stays.  Included in high need physical impairment budget.

	Bed - pillow
	$19.99
	Per item
	Briscoes - www.briscoes.co.nz
	Furnish bedroom for personal assistant and allow for overnight stays.  Included in high need physical impairment budget.

	Bed - pillow cases - set of 2
	$14.99
	Per item
	Briscoes - www.briscoes.co.nz
	Furnish bedroom for personal assistant and allow for overnight stays.  Included in high need physical impairment budget.

	Clothes rack
	$60.00
	Per item
	Target Furniture Store - www.targetfurniture.co.nz
	Furnish bedroom for personal assistant and allow for overnight stays.  Included in high need physical impairment budget.

	Light shade
	$6.99
	Per item
	Briscoes - www.briscoes.co.nz
	Furnish bedroom for personal assistant and allow for overnight stays.  Included in high need physical impairment budget.

	Bedside lamp with shade
	$19.99
	Per item
	Briscoes - www.briscoes.co.nz
	Furnish bedroom for personal assistant and allow for overnight stays.  Included in high need physical impairment budget.

	Bedroom - Curtain rail
	$24.99
	Per item
	Briscoes - www.briscoes.co.nz
	Furnish bedroom for personal assistant and allow for overnight stays.  Included in high need physical impairment budget.

	Bedroom - Curtains
	$35.99
	Per item
	Briscoes - www.briscoes.co.nz
	Furnish bedroom for personal assistant and allow for overnight stays.  Included in high need physical impairment budget.

	Bedroom - alarm clock/radio
	$34.99
	Per item
	Briscoes - www.briscoes.co.nz
	Furnish bedroom for personal assistant and allow for overnight stays.  Included in high need physical impairment budget.

	Telephone
	$49.95
	Per item
	Noel Leeming - www.noelleeming.co.nz
	Furnish bedroom for personal assistant and allow for overnight stays.  Included in high need physical impairment budget.

	
	
	
	
	

	Continence products
	$80.00
	Per week
	Foodtown - https://www.foodtown.co.nz
	As estimated by the research team based on feedback forums. 

	Disposable bibs
	$5.00
	Per item
	
	Identified as need and included in high need intellectual impairment budget.

	Dressings
	$14.50
	Per item
	Pharmacy Direct - www.pharmacydirect.co.nz 
	Leukosport Tape 1544 Flesh 38mm.  Identified as need and included in low and high physical impairment budget.  

	Protective antibacterial washes for the laundry
	$7.45
	Per item
	Foodtown - https://www.foodtown.co.nz
	Napisan antibacterial nappy wash.  Identified as need and included in high need intellectual impairment budget.

	Wet wipes
	$5.92
	Per item
	Foodtown - https://www.foodtown.co.nz
	Included in high need intellectual impairment budget.

	Special diet
	$100.00
	Per week
	Reference Group
	Identified need for people with high need intellectual impairment, due to risks of obesity and allergies

	Splints
	$100.00
	Per item
	Pharmacy Direct - www.pharmacydirect.co.nz 
	Included in moderate and high need physical impairment budgets.

	Wound ointment
	$5.99
	Per item
	Foodtown - https://www.foodtown.co.nz
	Included in high need intellectual impairment budget.

	Extra sheets
	$80.00
	Per item
	Farmers Ltd.  - www.farmers.co.nz
	Included in high need intellectual impairment budget.

	Extra tissue
	$2.99
	Per item
	Foodtown - https://www.foodtown.co.nz
	Included in high need intellectual impairment budget.

	Extra toilet cleaning products
	$4.19
	Per item
	Foodtown - https://www.foodtown.co.nz
	Duck protect plus toilet cleaner.  Included in high need intellectual impairment budget.

	Extra toilet paper
	$6.99
	Per item
	Foodtown - https://www.foodtown.co.nz
	Included in high need intellectual impairment budget.

	Extra Washing powder
	$6.05
	Per item
	Foodtown - https://www.foodtown.co.nz
	Persil laundry powder concentrate.  Included in high need intellectual impairment budget.

	Ventilator
	$1995.00
	Per item
	Invacare - www.invacare.co.nz
	Included in high need physical impairment budget. 



	Transportation & Mobility
	
	
	
	 

	Taxi/Mobility Taxi
	$31.60
	Per trip
	University of Auckland - www.auckland.ac.nz
	Average fare for a non-disabled/disabled person for a 20km trip. Used in moderate and high physical, vision need impairment budgets, and high need intellectual impairment budgets.

	Personal vehicle
	$12.40
	Per trip
	University of Auckland - www.auckland.ac.nz 
	Assume a 20km trip @ .62 per km for a person in privately owned vehicle.  

	Mobility Parking Permit Scheme fee
	$45.00
	Per five years
	CCS Disability Action - www.ccsdisabilityaction/support/mobilityparking
	Ministry of Health

	Mobility scooter
	$3500.00
	Per unit
	Disability Resource Centre Auckland
	This item is included in the low needs physical impairment budget.

	Seatbelt guard in vehicle (2007 AUS $29.95)
	$38.44
	Per item
	NZ Child Restraints - www.childrestraints.co.nz
	Hurphy Durphy Seat Belt Buckle Guard. Identified as a need and included in the high needs intellectual impairment budget.

	Self-drive automated vehicle
	$50,000.00
	Per item
	Disability Resource Centre - www.disabilityresource.org.nz
	Included in the high needs physical impairment budget.

	Driving Lessons
	$35.00
	Per lesson
	www.nzist.ac.nz
	Identified as a need and included in the moderate intellectual impairment budget.

	Walking stick
	$34.00
	Per item
	Invacare - www.invacare.co.nz
	Included in the moderate needs physical impairment budget.

	Wheelchair - ultra lightweight wheelchair
	$6,500.00
	Per item
	Invacare - www.invacare.co.nz
	Identified as a need and included in the moderate and high physical impairment budgets.

	Wheelchair - power chair with hi-lo capability and correct postural seating (replace every 4-5 yrs)
	$7,990.00
	Per item
	Invacare - www.invacare.co.nz
	Identified as a need and included in the high needs physical impairment budget.

	Wheelchair maintenance and repair
	$250.00
	Per item
	Invacare - www.invacare.co.nz
	Estimate $1000 pa on wheelchair maintenance & repairs.  Included in the moderate and high needs physical impairment budgets.

	Household Maintenance and Utilities
	
	
	
	 

	Utilities - Disabled
	$6.83
	Per day
	Project HEEP (2002) and Mercury Energy
	Estimated 13,130 kwh pa (represents a 25% increase on avg 10,500 kwh pa); Mercury Energy .1688 per kwh plus .742 per day charge; (13130*.1688=$2216.344 pa) + (.742 *365 days = $270.83 pa) = 2487.174 pa or approx $6.83 per day for a disabled person's household versus $5.63 per day for a non-disabled person's household.  Included in the moderate and high needs physical impairment budgets and the high needs intellectual impairment budget.  

	Utilities - Non-Disabled
	$5.63
	Per day
	Project HEEP (2002) and Mercury Energy
	Estimated avg 10,500 kwh pa; Mercury Energy .1688 per kwh plus .742 per day charge; $6.83 per day for a disabled person's household versus $5.63 per day for a non-disabled person's household.  

	Increased rubbish collection
	$14.00
	Per week
	Waiheke's Transfer Station. Estimate based on the minimum cost to dump rubbish at Waiheke's Transfer Station ($14).
	Increased rubbish disposal due to disposal of broken and damaged goods, as well as continence product disposal. 

Included in the high needs intellectual impairment budget. 

	Repairs to damage in the home: replace broken windows and household goods
	$40.00
	Per item
	
	Included in the high needs intellectual impairment budget.

	Insurance
	$2,000.00
	Per year
	Reference Group
	Needed to replace things that cannot be repaired or are easily lost or additional items that are broken (e.g. windows and glass).  Identified as a need by the moderate and high needs hearing, high needs intellectual and high needs mental health impairment participants. 

	Well Being
	
	
	
	

	Gym membership  
	$200.00
	Per year
	Laura Fergusson Trust - www.lft.co.nz 
	Identified as a need by people with physical and mental health impairment and included in these budgets only. Rationale for inclusion in these budgets provided in the relevant impairment section. The rate provided is for disabled people utilising a gym specialising in programmes for disabled people.

	Occupation/Volunteering/
Employment
	
	
	
	

	Life Coaching, career planning, professional development, future planning
	$50.00
	Per session
	Reference Group
	Estimated one session per month.  Assumes a 2 hour session at $25 per hour. Identified as need by all participants apart from people with high needs intellectual impairment. 


4 Appendix C – Full Budgets
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