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EXECUTIVE SUMMARY
This report Working Together We Can Respond to Dementia: Future Directions for Services
shows the depth of compassion and aroha that is needed in our society if we are to meet
the future needs of families and whānau living with dementia/mate wareware. Just
and compassionate responses to the increasing number of people living with dementia
will require changes to existing structures and services to recognise their particular
needs. Ensuring dignified lifestyles for people with dementia and those supporting
them must be a social priority. NZCCSS undertook this research project to investigate
how our networks and the wider community can respond to dementia future service
needs. From community level through to national social policy and political levels, our
message is that “together we can” meet those needs – when we understand, collaborate
and communicate to best use all our available resources.
Project Description and Process
The work of this project included a number of stages undertaken between December
2008 and June 2009. A review of key documents was undertaken followed by telephone
interviews with key informants from twelve social service provider organisations as well
as site visits. Interviews were held with staff from agencies providing dementia services
including home support, day programmes and residential care as well as meeting with
people living with dementia including tangata whenua/Māori.
Family/whänau Centred Care
The term for enabling care used in this report is ‘family/whānau centred care’ because of
the significant impact of dementia on family and whānau carers. Enabling care brings
an emphasis on responsive, flexible care for rehabilitation and attention to interpreting
the needs of people whose communication is impaired by loss of cognitive functions.
Spirituality is integral to holistic care and encompasses institutional religions and tikanga
Māori respect for wairua (spirituality) as well as spiritual needs of people and their
families receiving support services. The simple yet often demanding and challenging
expressions of care for people with dementia resonate with symbolic images such as
offering water to one who is thirsty and responding to those in need present in the
traditions of hospitality in Christian, iwi Māori and other cultures.
Policy
The New Zealand Health Strategy and the New Zealand Disability Strategy provide the
overarching frameworks for the health and disability sector. The New Zealand Health
Strategy sets out principles to be integrated into all areas of health provision: these
provide for the recognition of the Treaty of Waitangi, equity of access to health services,
collaboration and community involvement in health.
The Health of Older People Strategy is the key strategy document for District Health
Boards (DHBs) that are responsible for the planning, funding and coordination
of dementia services in their respective regions. The Health of Older People Strategy
specifically addresses the needs of people with dementia, their families, whānau and
carers, emphasising early intervention, support for community care and standards for
residential services.
Since late 2008 the Ministry of Health has been running the Mental Health and Addiction
of Older People and Dementia Project to develop guidance to inform the provision of
services by District Health Boards (DHBs) for people with dementia and people aged
1
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over 65 who are affected by mental health and addiction problems. This project is due
for completion in December 2009 and NZCCSS will provide the recommendations
from this Dementia report to inform the Ministry of Health project.
Demographics of Dementia
In 2008 there were an estimated 41,000 people with dementia in New Zealand and
this is expected to increase to 75,000 by 2026. The incidence of dementia increases
with age with 34% of those over 90 years of age having dementia. New Zealand’s
ageing population means a large increase in the number of those in the “very old” age
group (over 85) and therefore a significant increase in the incidence of dementia is
expected. Most people with dementia are European and female and this will continue
to be the case into the future, but projections suggest that as the ethnic profile of our
population changes it will be the smaller ethnic populations that will see the most
dramatic increases in dementia. For example, there are expected to be four times as
many older Asians with dementia by 2026.
Economic Analysis of the Costs of Dementia services
An economic analysis in the United Kingdom estimated that costs of dementia are
greater than the combined costs of cancer, stroke and heart disease. The 2008 Dementia
Economic Impact Report estimated the total costs of dementia care in New Zealand
including hospital, health and residential care at $712.9m. Using a cost benefit analysis
between community based and residential care, this report estimated the economic
benefit of delaying entry into residential care by three months at $31.8million.
Key Themes Emerging from the Research
NZCCSS member agencies are providing leadership and innovation in services for
dementia, with innovation particularly in community based services. Examples are
covered in this project such as:
•

Purpose built day centre facilities,

•

Increased community engagement through parish based day centres,

•

Providing Māori workers for nearby marae and,

•

Home hosting.

Other innovations covered by this project include a dementia specific home support
service that aims to provide a genuine single point of entry and wrap around service for
dementia care in the Canterbury DHB.
In conjunction with the increase in community and home support services NZCCSS
member agencies continue to have significant commitment to aged residential
dementia care services. Senior medical and social work practitioners referred to the
importance of residential care and the need for maintaining this form of provision
alongside the emphasis on home support services to support prevailing ageing in place
policies.
Dementia specific units are a vital form of residential care because of the secure and
appropriately designed facilities and the presence of staff trained in dementia care.
More units will be needed in the future. It is estimated that up to 75% of older people
currently in aged residential care have some level of dementia and while it is better
for people in the early stages to remain integrated into general rest home services, it is
important that appropriate higher level services are available when needed.
EXECUTIVE SUMMARY
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Respite services are vital both as a break for carers and an opportunity for social contact
and restorative care for older people with dementia. There are insufficient residential
care respite services and day respite services to meet current and future needs.
Development of services for Māori with mate wareware (a preferred te reo Māori
term for dementia) is beginning and is being shaped by tikanga (Māori custom and
obligations). Te Whare Tapa Wha and Te Pae Māhutonga, concepts of health care
developed by Dr. Mason Durie, are guides for service development that emphasise
the wider context for ensuring whānau health that includes educational and economic
opportunities as well as environmental factors.
Flexible and holistic services are the way forward to respond to the changing needs of
individuals and their social context. Collaboration amongst health services and across
the range of health, social service and housing sectors will also be essential to ensuring
future services are effective.
Workforce development is critical to future services, with recruitment and retention of
quality care and support staff a priority. Strategies for staff retention will need to include
training and career pathways and better job design to improve work satisfaction as well
as further improvements in pay rates. Management of multicultural staff is a challenge
for a workforce that is predominantly Māori, Pacific and Asian with care workers now
also being recruited from overseas.
Funding models for services need to be redesigned to better reflect an optimal
continuum of service for all types of dementia support services. Current contract
models lack flexibility and consistency and often do not adequately reflect the true
costs of service provision. Major investment is needed in building supported living,
residential care and home and community support services.
Supported housing for people with dementia has not been developed in New Zealand.
Models of cluster housing or intergenerational housing that have been successful in
other countries could be adapted to work well in this country.
Recommendations
1. Spirituality and Relationality: Spirituality and relational values need to be provided
in training for dementia care and chaplaincy, kaumātua support and other spiritual
leadership provided as a core part of dementia services. Enabling care practices need
to be prioritised in training to build capacity for a restorative model of dementia
services.
2. Community Development Approach to Service Development: A community
development approach to dementia care is needed by community organisations
and government agencies in future service development. The focus needs to be
on engagement with community organisations and community resources. Such
an approach could include supporting extra care housing initiatives by integrating
such housing into communities and fostering intergenerational participation.
3. Dementia Specific Home Support: The specific challenges of delivering home support
services to people with dementia means that service providers and DHBs will need
to collaborate to develop dementia specific home support services in their regions.
The new SupportLink service in Canterbury DHB could serve as a model for
these.

3
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4. Respite Care: Increased provision of respite care both as day programmes and
overnight stays is urgently needed. The recently announced increased investment in
aged residential respite care beds needs to be complimented by other types of respite
services that help avoid or delay the need for higher forms of care and support.
5. Residential Care: An increased number of dementia residential care units with
specialised facilities and dementia specific trained staff are needed in various forms,
including:
•

Dementia specific secure residential units

•

Dementia units for younger onset dementia

•

Tikanga Māori residential facilities

•

Culturally specific units within residential facilities

6. Supported Living Options: There is an urgent need for investment in supported
housing options for people with dementia that can help them to remain independent
for longer, increase their quality of life and reduce the need for more expensive
forms of care.
7. Funding models for services need to be redesigned: Long term planning and funding for
dementia services must be given priority by Government and DHB’s in preparation
for increased need associated with population ageing. Contracts between DHBs
and Ministry of Health with service providers for dementia need to make provision
for flexibility in service responses.
8. Workforce Development: Training in dementia care is needed in all health training
courses, including medical education. DHBs need to provide funding for training
and professional development of care workers through contracts with social service
agencies.
9. Public Campaign to De-stigmatise Dementia: A publicly funded campaign, similar
to the Like Minds, Like Mine mental health programme, is needed to inform the
wider public about dementia, to build acceptance and bring recognition of the
skills needed for dementia care.
10. Co-ordination of Services: Cross sector collaboration for dementia services needs to
be implemented, involving Health, Social Development, community organisations
including Christian social services, Māori, Pasifika and other community and ethnic
organisations.
11. Overarching Dementia Strategy: This research supports Alzheimers New Zealand
and other advocates who are calling for an overarching national dementia strategy
for dementia services. This should have cross party political agreement and involve
both government and non-government organisations. Such a strategy needs to
be negotiated across community sector organisations and include the Ministries
of Health, Social Development, Te Puni Kōkiri, Pacific Island Affairs as well as
Housing NZ Corporation and the Office of Ethnic Affairs.
12. Research Priorities for Future Dementia Services: Service development to meet
future needs will require further research. Some priorities identified in this report
include:
•

Research on dementia specific home support and different models of respite
care that will identify the impact of home support services and effects for
people with dementia and carers.
EXECUTIVE SUMMARY
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•

The role of day programmes as part of community support and respite care
needs to be evaluated to identify the outcomes for people with dementia and
their carers.

•

Specific tangata whenua led research on services for mate wareware, with
investigation into Māori workforce development.

•

A study of workforce issues for Pasifika peoples working in dementia care
that includes working conditions, issues of immigration and recognition of
culturally based skills for dementia care.

•

A study on the effects of social participation (e.g. in day programmes) on
allaying symptoms and delaying the onset of dementia. This would provide
information to inform community development approaches to dementia care
and holistic service development.

•

A feasibility study on supported living models to identify the conditions and
support needed for dementia care in supported housing settings (e.g. cluster
housing).

EXECUTIVE SUMMARY

INTRODUCTION AND KEY ISSUES

CHAPTER

1
Christian social services are extremely important because you are the only ones who talk
about values like love and spirituality. This is very important to quality care (Professional
medical researcher).
Purpose of the Study
Working Together We Can Respond to Dementia: Future Directions for Services is
designed to provide information for service development for NZCCSS members and
others involved with services for people with dementia and their carers. This study
includes engagement with Māori key informants and with services for kaumātua with
dementia.
NZCCSS members are major providers of services for older people and this study
was prompted by the anticipated rise in the number of people with dementia in the
coming years. Providers of services for older people are responding to dementia across
a spectrum of home and community services and residential care. The anticipated
increase in demand for services is a cause for concern and highlights the need for
strategic planning.
Since late 2008 the Ministry of Health has been running a project that has a wider
brief than this study, the Mental Health and Addiction of Older People and Dementia
Project. The Ministry of Health project will develop guidance to inform the provision
of services by District Health Boards (DHBs) for people with dementia and people
aged over 65 who are affected by mental health and addiction problems. The guidance
will also inform DHBs on providing services to meet the needs of people who age
with disabilities and other conditions including dementia. The project is expected to
be completed by December 2009. This NZCCSS study is specifically on services for
dementia and it is expected that the insights gained from this project provided by
member agencies and associated service providers will in turn inform the work of the
Ministry of Health project.
The NZCCSS research took place over a seven month period and gives an indication of
future needs based on analysis of current provision and the increasing need for services,
which is already being experienced. This study includes:
•

An overview of key documents on policy, services and research from AotearoaNew Zealand and international sources. The literature includes writing and
reflections on spirituality from theological, medical and Māori sources

•

Telephone interviews with selected key informants chosen from services
across member denominations

•

Selected site visits, including to Māori services, to focus on innovative practice.
In conducting the research NZCCSS is drawing on the extensive involvement
of our social services networks in dementia services.
CHAPTER 1
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Dementia Services within Christian Social Services Network
In 2009 social services associated with the six NZCCSS member churches are involved
in supporting people with dementia across all settings in the aged care sector and is
summarised below.
Home and Community Support
In recent years home based support services for older people living in the community
have become more sophisticated, supporting people to remain in their homes longer.
Delaying entry into residential care has been a central policy goal of District Health
Boards and NZCCSS member agencies have worked hard to develop services to achieve
better levels of support. There are no publicly funded dementia- specific home support
programmes, with dementia being managed along with other mental health and/or
age-related disability services.
Day Programmes
A number of providers also offer day programmes for people with dementia. Examples
include the Harakeke Club in Christchurch, the Marsden and Chelsea Clubs
in Wellington and Lavender Cottage at Selwyn Village in Auckland. Other day
programmes seek to integrate people with mild to moderate dementia into their general
day programmes for older people (e.g. Selwyn Foundation Day Centres). Documenting
the extent and coverage of day programmes offered by NZCCSS members is beyond
the scope of this project and is included as one of the recommendations for further
work (Chapter Nine).
Aged Residential Care
Christian social services continue to have a significant involvement in aged residential
care throughout the country. While the Salvation Army no longer provides residential
aged care the other five denominations continue to provide these services. Specialist
residential dementia units are operated by Anglican, Methodist and Presbyterian aged
care organisations in Whangarei, Auckland, Hamilton, Te Puke, Gisborne, Fielding,
Masterton, Levin, Lower Hutt, Wellington, Christchurch, Timaru, Dunedin, Gore,
Alexandra and Invercargill, providing a total of over 300 beds, representing around
12% of the total aged residential care dementia beds in New Zealand.
Chapter Outline
The framework for the report in Chapter Two provides a reference for the subsequent
chapters. A description of the method used in this research is covered in Chapter Three
followed in Chapter Four by an overview of policy and demographic context for future
service development.
The next three chapters report on the work of the project. Chapter Five introduces
Christian social services with a series of brief case studies of day programmes and
a conversation with three home carers. Chapter Six looks at home support and
community services, including respite care, for dementia and mate wareware (the term
used by many Māori informants for dementia). Chapter Seven looks at the situation
for aged residential care services and dementia.
Chapter Eight is a thematic analysis of service development needs. This covers Christian
social services leadership in dementia care policy and services; the responsibilities of
government as well as workforce recruitment, retention and development issues. The
report concludes with a summary of findings and recommendations in Chapter Nine.
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HOLISTIC INTEGRATED SERVICE DEVELOPMENT

CHAPTER

2
Definitions of Dementia
Dementia is characterised by brain cell loss. The most common types of dementia are:
•

Alzheimers disease

•

Vascular dementia (narrowing of arteries and lack of blood to the brain)

•

Lewy bodies dementia

•

Alcohol and drug induced dementia

•

Frontotemporal – frontal lobe dementia (Perkins 2006; Access 2008:1)

Dementia is characterised by cognitive decline, psychiatric and behavioural symptoms
and increasing dysfunction in daily living. Characteristics of the disease include a
progressive pattern from mild to serious, with physical and emotional impairment
which makes it difficult for families and caregivers to manage. Significant impacts on
caregivers include depression, anxiety and stress over long periods.
Approaches to the treatment of dementia include medical models of care on one hand,
and support models on the other, with some tension underlying a ‘treatment’ approach
as opposed to an ‘enabling’ approach. The tension relates to emphasis on the use of
medication to manage dementia, particularly to pacify patients with aggressive and
challenging behavior. Support or enabling work, which is characteristic of the mission
of Christian service providers, brings an emphasis on practicing skills of interpretation,
diversion and withdrawal to manage anger and aggression. Both of these approaches
recognise that dementia is a disease of the brain but they respond with different
philosophies of care.
A Ministry of Health definition:
Dementia is defined as a syndrome caused by disease of the brain, which may
be the result of a number of different illnesses. It is a progressive failure of most
cerebral functions. People affected by dementia suffer social, material and personal
losses; they lose self esteem, social skills and personhood, become depressed, and
with severe neurological impairment may also develop physical illnesses. How
such a decline manifests itself will depend on the social and cultural setting in
which the person lives (Ministry of Health 2002a).
A medical definition for diagnosing dementia incorporates impairment of memory and
one or more of the following:
•

Language disturbance (aphasia)

•

Trouble carrying out motor activities (apraxia)

•

Failure to recognise or identify objects (agnosia)
CHAPTER 2
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•

Trouble with planning, organising things and making judgements (executive
function).
These disturbances have to interfere with work, social activities or relationships
and there must be a decline in the person’s functioning. [In order to accurately
diagnose dementia] other physical and mental conditions that can look like
dementia (e.g. depression, delirium, head injury, brain disorders, excess alcohol)
have to be excluded. The severity of dementia can be categorised as mild,
moderate, or severe (Perkins 2006:21).

The fact that there is no cure for dementia has brought a tendency to manage the
symptoms of dementia rather than to embrace the challenge of rehabilitation. A
rehabilitative approach would focus on the possibilities for retaining optimum
functional capacity of those experiencing dementia.
Person-centred care is an iconic phrase to signify a rehabilitative model of dementia
support which focuses on recovery and maintenance of language and capacity. The
approach is attributed to Tom Kitwood (1997, 1999). Person-centred care was
championed to address the limitations of the behavior management approach to
services (Davies and Nolan 2008). Family/whānau centred care, inclusive of the person
with dementia and their carers is a term which more clearly includes all who are directly
affected. It is often asserted by those involved in the sector that the most effective
response is comprehensive integrated services with training, education, and assessment,
treatment and support by an inter-disciplinary team, tailored to family need. Personcentred care has been championed to address the limitations of the medical approach
that focuses on treating only the symptoms of progressive cognitive dysfunction.
Family /whänau centred care and holistic relational philosophies for
services
In this report the concept of family/whānau centred care has been chosen because it
recognises informal carers in dementia services. This is a concept advocated by Verna
Schofield, a senior professional involved with Alzheimers New Zealand (Schofield,
interview 2009). Although person-centred care is often presented as inclusive of carers,
the term is singular and can imply an individualised approach. As becomes clear in
any discussions with family and whānau and with providers of services, the carers are
as important as the person with dementia.
In investigating models for holistic and rehabilitative care with a relational emphasis, a
distinction is made between ‘providing’ care and ‘enabling’ care, where enabling care is
carried out to maintain and enhance function – a process also referred to as ‘rementia’
(Croucher, interview 2009; Kitwood 1997). Croucher noted that the death of brain
cells is not on its own sufficient to explain the disabilities associated with dementia.
Malignant psychosocial features twin with neurological impairment to cause
disability, so we can reverse the second. This explains micro interactions between
carer and patient, and extends to service planning, assessments, what rest homes
look like. Are they enabling rather than care providing? (Croucher interview,
2009).
The distinction between ‘providing’ and ‘enabling care’ was explained as the difference
between ‘doing for’ a patient and care that supports people with dementia to continue to
care for themselves to the maximum extent possible. The relational approach indicated
in Croucher’s reference to ‘micro-interactions’ for optimum psychosocial support is

9
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significantly demonstrated by care that was observed during this research (Croucher
interview, 2009).
Support for people with dementia and their family and whānau carers is the focus for
professional community care. Effective community services therefore require active
partnership between family carers and professionals.
Effective dementia care is multidimensional. Dementia care requires services across a
continuum of health and social services recognising changing needs from early stage to
later stages of dementia, and including palliative care. Support is needed for the person
with dementia as well as their carers. Holistic care includes relational qualities in care,
spirituality, wairua and tikanga practices.
Community development approach
To achieve holistic care and a greater degree of integration of people with dementia
into communities, a community mobilising model for service development could be
followed. Mobilising community resources in a community development approach
is likely to achieve local engagement in initiatives which develop social resources to
enhance the quality of life for people with dementia. Community development involves
ordinary people in the common goal of enabling older people to be cared for at home
or in the local community setting. Examples are emerging in New Zealand and services
such as HomeShare, SupportLink and the Selwyn Foundation parish programme are
identified in this report.
Community development may catalyse initiatives for supported accommodation
and cluster housing which are as yet undeveloped in New Zealand. An example
of community mobilisation for a hospital development is the Motueka Friendship
Hospital, an initiative to retain a local hospital facility. It has taken twenty years of
community fund-raising and advocacy and includes a dementia facility (Arnold, 2009).
Internationally there are models of community development and housing initiatives.
Sweden has a co-operative housing initiative for older people based on the idea that
those who are well will support those in need of care with home support services also
available (Johansson and Leonard 2008:6).
Systems for Dementia care: an NZCCSS approach informed by tikanga
Mäori
The many aspects of dementia services are depicted in the diagram that follows and
they depict the various systems and attributes that are needed for effective care of
people with dementia and their families, whānau and faanau.
The diagram shows various aspects of support that contribute to integrated care for
people with dementia and their carers. It shows the interrelatedness and interwoven
nature of good holistic care and support. Spirituality and culture underpin all areas
of care and the koru symbol represents this flowing through the entire diagram. The
continuum of care and support sits as a horizontal progression between low level and
high level support. The three central bars of the diagram show examples of specific
aspects of this continuum of care.

CHAPTER 2
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Dementia: for a Vision of Integrated Holistic Services and Care

The three bars are arranged according to their position on the range of health and social
support services needed to support people with dementia and their families. At the top
are the health services: diagnosis, health care and control of symptoms. At the bottom
are the social services such as housing, day programmes, home support, respite and
residential care. There is however no clear distinction to be made between health and
social services in practice and elements of each are present through all services.
At the top of the diagram the need for an overarching strategy for dementia care is
illustrated. Such a strategy would be used to guide Government policy development
and funding priorities.
This diagram is based on sources in Dementia Care in 9 OECD Countries (OECD 2004:
10), Health of Older People Strategy (Ministry of Health 2001:5) and Te Whare Tapa
Wha and Nga Pae Mahutonga (Durie 2004, 2003).
Relational Aspects of Care
Caregiving is a relational act which is often sourced in compassion and in spirituality.
The caregiving role may last many years as the course of dementia can span up to
twenty years in some cases (Perkins 2006:31). This means that carers have to respond
to changes through different stages of dementia from minimal adjustments in the early
stages through to challenging behaviour in later stages. A significant change occurs
from being the primary carer at home to supporting a person in residential care. This
11
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adjustment can be described as becoming a care manager, involving visiting and other
needs of residential care (Perkins 2006).
Although fear, loss and grief may occur in relation to the physical, mental and emotional
changes which accompany the illness, commitment, courage, faith and resourcefulness
often continue to be shown from families, whānau and from friends. Some of the
emotional, practical and spiritual responses that a person diagnosed may experience
include:
•

Anticipation of the progress of the illness for which there is no cure

•

Loss of memory and of identity

•

Fear of the symptoms

•

Resourcefulness in holding reminders of life stories

•

Courage and compassion to face what is ahead

•

Making provision for care including legal and financial arrangements.

For family or whānau, the implications of having a family member diagnosed with
dementia range across a variety of emotional and practical considerations including:
•

Loss of the person as they have known them

•

Fear of what the illness will bring and the implications for caring

•

Experiencing the burden of responsibility as a carer – practical, emotional,
financial

•

Continuing love and commitment

•

New dimensions of courage and compassion

Dementia can challenge our understanding of personhood when much of what
is recognisable in a person, what constitutes identity, becomes severely diminished,
possibly to the extent of becoming barely recognisable. Alongside diminishing
capacities, however, there is evidence that people with dementia retain different forms
of communication and that these convey their continuing emotional life and continuity
with their personal histories and identities. In one example, a man who was behaving
very aggressively towards staff appeared to be frustrated. The staff carer inquired about
his earlier interests from his family. Gardening had been his great love and so the care
worker ensured he had access to the garden during the day. His demeanor completely
changed after that.
The willingness to interpret behaviour such as this as a form of communication is
discussed by carers and by writers who identify the importance of relational and spiritual
qualities in care giving and supporting families (Stokes, G. 2008; Shamy 1997; Allen
and Coleman 2006; Coleman 2007; Jolley, D. et. al., 2005).
Spirituality integral to quality care
Spirituality is an important dimension of quality care. Connecting with a transcendent
influence through prayer and karakia can be a powerful way of supporting those living
with dementia and family and whānau carers. The Selwyn Foundation, a major provider
of services for older people and those with dementia is specifically engaging with
spirituality in their service development and through professional development of staff.
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The close relationship between spirituality, compassion and relational responsibilities
in Christian teaching is expressed in the phrase from the Caritas Lenten studies, ‘the
love of God is revealed in responsibility for others - Ko te aroha o Te Atua e whakakitea
ana i roto i te atawhai o tētahi ki tētahi’ (Caritas 2009).
The theme of aroha tētahi ki tētahi, love and care for each other, is a guide to the
NZCCSS mission of justice and compassion in services required for people with
dementia. The literature and discussion on spiritual qualities in care from practical,
theological, tikanga and philosophical perspectives all point to the importance of
upholding the ‘higher’ realms of the human spirit and transcendent influence in
dementia care. Spirituality is often expressed in life as love, compassion and care for
another, especially those in need.
In order to address the challenges of dementia through ethics and from a more spiritual
perspective, some theologians and philosophers have been reflecting on the value of life
when reasoning capacity diminishes. The esteem in which reason is held in societies
with a legacy of these traditions translates into high value being placed on cognitive
capacity and the ability to communicate coherently and to reason. These are the very
capacities that are diminished and eventually lost as cognitive impairment progresses
with dementia.
One of the challenges of dementia is the need to appreciate continuing aspects of
life and continuing identity despite the loss of cognitive capacity. For informal carers
such as friends, family and whānau and for care workers, their support for a person
living with dementia is often drawn from wells of compassion that transcend the
boundaries of reason. One of the most salient features of this research was a quality of
practical spirituality which was experienced with caregivers who demonstrated love and
compassion, and heart-felt commitment to meeting the needs of people who cannot
convey their needs, their loss, their life-stories through the conventions of language
and reason.
Responsibility: beyond rationality and self-interested individualism
Relational rather than individual qualities are identified as the source of ethics
by philosophers such as Emmanual Levinas (1969) and Luce Irigaray (1996), and
theologians such as Peter Coleman (2007). Levinas is known for embracing the
sacrificial dimension of responsibility for those in need which has resonance for some
of those engaged in the long term care for people with dementia.
Peter Coleman (2007) and Julian Hughes, Stephen Louw and Steven Sabat (Hughes et
al, 2006) elaborate holistic understanding of human beings in response to the challenges
of dementia. They identify dementia as a challenge to the individualism and economic
priorities of modern society which often stand in the way of being able to care for those
who are elderly and especially for those with dementia. Coleman and Hughes et al
consider that the projected increase in the number of people with dementia will pose a
challenge to self-interested individualism. There is a need to rework our understanding
of how human life is valued and society ordered, to make provision for an ethic of care
and for relational responsibilities.
Religious traditions, including the biblical one, embody the ancient ethical wisdom of
love and regard for the neighbor in the well known phrase ‘when I was hungry you fed
me, and when I was thirsty you gave me water.’ The offering of drink is a metaphor for
responding to one who is in need. Responsive qualities are seen every day in carers of
people with dementia and in people living with dementia (albeit sometimes in more
indirect and distorted forms).
13
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The imperative of responsibility may extend to sacrificial service that speaks to the
challenges of caring for people with dementia. This more sacrificial quality of service
is significant in the long journey of loss through dementia, which is not a benign
illness. The ‘challenging behaviour’ which inevitably sets in requires more than
ordinary responsiveness – which carers often refer to as being sourced in spirituality
and connection with God, or a divine source of provision and strength.
Spirituality in holistic care: tikanga Mäori
A holistic understanding of human values and spirituality is inherent in Māori concepts
of care and responsibility. In services for dementia these are often referred to as the Te
Whare Tapa Wha model of health care as created by Mason Durie (Durie 1998). This
is made up of four dimensions of human wellbeing: – taha wairua, taha hinengaru,
taha tinana, taha whānau. These represent spiritual and emotional aspects, mental and
physical health and family relationships. Integration of the four aspects of health is a
key theme in the model.
Taha wairua is generally felt by Māori to be the most essential requirement for health.
It implies a capacity to have faith and to be able to understand the links between the
human situation and the environment. Without a spiritual awareness and a mauri
(spirit or vitality, sometimes called the life-force) an individual cannot be healthy and
is more prone to illness or misfortune (Durie 1998).
The “woven universe” of te Ao Māori (Royal 2003) draws in the many dimensions of
human relating, as well has human interdependence with the natural world. This is a
consciousness which has continuity with the spiritual, natural and universal dimensions
of life: the duration of human life is a small moment in a large cosmic process of life
and death.
It is obvious that the Māori does not, and never has accepted the mechanistic
view of the universe which regards it as a closed system into which nothing can
impinge from without. The Māori conceives [the universe] as at least a twoworld system in which the material proceeds from the spiritual and the spiritual
(which is the higher order) interpenetrates the material physical world of Te Ao
Marama (Marsden 1975).
In te Ao Māori, whakapapa (genealogy) links people to human and spiritual lineage
connected with the land. These connections are sources of identity which are not
broken by loss of cognitive function. Similarly, mana – a form of recognition and
prestige accorded through contribution to collective wellbeing – is not diminished in
an older person with dementia.
Conclusion: holistic care is a relational and spiritual task
This chapter has set out the framework for our vision of models of care in the future.
An holistic care model recognises that care and support services are part of a wide
continuum of need and care that happens in a whole range of settings. Inspiring
testimonies to love and aroha were encountered in this project among Christian service
providers and others caring for older people with dementia. The relational and spiritual
dimensions of care must be consciously incorporated into service planning for future
needs.
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CHAPTER

RESEARCH DESIGN AND METHOD

3
This study draws on key literature, a survey of member agencies and site visits to service
providers. In order to hear from Māori service providers we were guided by kaumātua
in church networks and leaders in social services. The report reflects a qualitative
approach and includes narrative case studies.
A literature overview was carried out, which included reference to the overview of
resources prepared by the Ministry of Health (Ministry of Health 2009) to inform the
Mental Health and Addiction of Older People and Dementia Project which is currently
underway (Ministry of Health 2008a). Other important literature reviews referred to
include the Ahuriri Driscoll review (2004) and the Ageing and Spirituality Literature
Review (Reid 2008).
Phone interviews were conducted with key informants from twelve NZCCSS member
agencies. Site visits were made in six locations, including four cities and two provincial
towns. At these locations eighteen visits to dementia services included dementia
specific residential facilities, home support providers, day programmes and Māori
services. During the course of site visits we spoke with service providers, professionals
involved in different aspects of dementia care, and to carers, whānau and to people with
dementia/mate wareware.
Ethical procedures were followed. Participants in the survey were sent questions before
the phone interview. Interviews with participants during site visits were recorded, by
agreement, and notes taken with permission. Data has been used with written agreement
and in some cases, verbal consent. Pseudonyms are used for participants in the case
studies and in the occasional references to people during conversations. Citations using
other names and agencies are with permission. In engaging with Māori, protocols of
karakia and hospitality were guided by the host kaumātua.
Literature Overview
The literature includes New Zealand policy documents from the Ministry of Health
and Ministry of Social Development, the government departments that have different
and overlapping responsibilities for services for people with dementia. The Alzheimer’s
New Zealand Dementia Economic Impact Report (Access 2008) provides a substantive
contribution to information and analysis on the costs of managing of dementia.
A number of research studies on interventions to benefit people with dementia and
their carers such as that exemplified in the work of Henry Brodaty (2009, 2007, 2004,
2003) were included. Important philosophical approaches in the development of
Māori services, such as the leading work of Mason Durie (1998, 2004) and Māori
Marsden (1975) inform the research and analysis of the future need for services. A
growing body of literature on spirituality and dementia brings this aspect of dementia
care to the forefront and selected sources from this field are included. Given the sheer
volume of overseas literature on dementia it was not possible to extensively evaluate all
documents.
15

CHAPTER 3

RESEARCH DESIGN METHOD

Services for Mäori
All mainstream services were welcoming of Māori ‘members’ or ‘patients’, however
in reality few Māori are in residential care or in mainstream day programmes. Māori
specific services were visited: two health related services and two church supported
services.
Interviews and Discussions
During the site visits twenty-five interviews were held with professionals and carers,
including managers and a range of staff including coordinators, social workers,
counsellors and care staff. A further six interviews were held with family carers, and
we were privileged to be invited to discussions with a family in which a member was
experiencing younger onset dementia. Three discussions were held with people with
dementia. Interviews were held with DHB professionals, including doctors, assessment
team staff and staff responsible for training.
In the endeavour to be informed of future needs for Māori services, discussions were
held with a Māori chaplain, kaumātua, with social workers at marae based social services
and with staff at a wananga who are training ministers and social workers.
Dementia/Mate Wareware Services Visits
Organisations and agencies relevant to this research which were consulted or visited
include Alzheimers New Zealand, Age Concern, DHB representatives and assessment
services and Māori health services, marae and wananga. Issues for ethnic communities
were identified through a site visit, meetings and through key informant discussions.
Analysis
Tape recordings, notes of interviews and transcriptions were reviewed by the researcher
and themes identified using an inductive method (Thomas 2006). The reference
group verified themes informed by their own considerable knowledge as well as their
engagement in the material for the NZCCSS research.
Areas not included in the study
Some information was given on issues for people with dementia in public hospitals.
These include a poor recognition and treatment of dementia and inadequate care due
to the lack of staff training in dementia care. However, this study does not include
analysis of the care of people with dementia in public hospitals.
The complex issues of the medical treatment of dementia are also not a focus of the
study neither is it possible to cover in any depth the major area of assistive technology
and its possibilities and implications (e.g. to provide safety for the care of people with
dementia).
Pacific peoples are important to future service needs given the anticipated rise in the
incidence of dementia among the Pacific ethnic group. In addition to this, Pacific
people make up a significant proportion of staff in residential and hospital facilities.
Many informants for the study referred to the particular value and skills of Pacific
staff and in particular to the qualities of empathy and flexibility. While there were two
interviews with Pacific staff, and this material is included, there was no specific focus
on the future service needs for Pacific people nor on their workforce issues. Pacific
peoples’ service needs is an area for future research.
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The needs of Chinese older people were referred to by several informants during the
research. They referred to specialised cultural support available in the community and
residential care that includes attention to language needs (e.g. efforts to make Mandarin
speaking staff available). Providers of Chinese services are not included in the research
and this is also an area needing further study.
This is a preliminary study that has identified the strengths of Christian social service
providers in the care of people with dementia. It highlights a number of local innovations
in care and is intended to inspire further development of services. It does not attempt
to comprehensively cover all aspects of dementia but will contribute to informing both
policy development and service provision into the future.
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This study contributes to the flow of studies relating to population ageing and its
implications (e.g. Boston and Davey 2006). Dementia, although not exclusively agerelated, is related to ageing and a greater demand for dementia service provision is one
of these implications.
Policy Context
The main policies to support the wellbeing of older people are the Ministry of Social
Development’s Positive Ageing Strategy (2001) and the Ministry of Health’s Health
of Older People Strategy (2001). These strategies are designed to counteract negative
stereotypes of ageing. They emphasise ‘positive ageing’ and ‘ageing in place’ as concepts
designed to promote health and independence for older people and include an emphasis
on citizenship and participation in society. The ten goals of the Positive Ageing Strategy
are reported on annually by the Ministry and the 2008 Positive Ageing Action Plan
notes that implementation of these goals requires action from a range of government
agencies and therefore an implementation plan will require an inter-departmental and
integrated approach (Ministry of Social Development 2008a).
The overarching vision for the Health of Older People Strategy also reflects the ethos of
supporting people to live in their communities and to participate in social and public
life and states:
Older people participate to their fullest ability in decisions about their health and
wellbeing, and in decisions about family, whānau and community life. They are
supported in this by co-ordinated and responsive health and disability support
programmes (Ministry of Health 2001a).
A prime goal of this strategy is to “develop an integrated approach to health and
disability support services that is responsive to older people’s varied and changing needs”
(Ministry of Health 2001). Information sharing is identified as contributing to support
integrated service delivery. A continuum of care means that providers need to work
closely together to co-ordinate services, and also to work with families, whānau and
carers. To support the goals of an integrated continuum of health and disability support
services, funding for services for older people, including dementia care, was devolved
to DHB’s in 2003.
Sections 3, 5, 6 and 8 of the Health of Older people Strategy specifically addresses the
needs of people with dementia, their families, whānau and carers, emphasising early
intervention, support for community care and standards for residential services.
Two further policy documents that pertain specifically to people with dementia are:
•

“Dementia in New Zealand: improving quality in residential care: Report to
Disability Issues Directorate” (Ministry of Health 2002a). Features of this
report include recognition of a restorative focus for care and the identification
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and assessment of the impact of dementia on people’s lives. Priorities for
dementia care are identified as:
•

Early diagnosis through high quality assessment

•

Appropriate intervention through therapies and activities

•

An active partnership between family carers and professionals

•

High quality residential care through improved training, staffing, 		
appropriate and safe use of restraints

•

Medication practices, and other measures.

The report highlighted the need to develop national consistency in training programmes
for residential care and recommended that obligations for dementia training in contracts
are monitored regularly.
•

“Guidelines for the support of people with dementia”. New Zealand Guidelines
Group (Ministry of Health 1997). These are guidelines for good practice for
the discharge of people requiring ongoing treatment and community support.
They provide an outline of the services and considerations to ensure that
when people with psychiatric disorders leave hospital they receive adequate
treatment and support.

There are a number of further strategies that impact on the way that care and support
services for older people with dementia are provided and these include:
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•

New Zealand Carers Strategy and Five Year Action Plan (Ministry of Social
Development 2008b) which outlines the Government’s vision for carers. The
strategy identifies what is needed to support individuals, families, whānau or
aiga who support others with everyday living. It seeks to ensure that carers’
voices are heard in decision-making that affects them.

•

Māori Health Strategy – He Korowai Oranga (Ministry of Health 2002c)
provides a framework for the health and disability support sector to take
responsibility for its role in supporting the health status of whānau. He
Korowai Oranga is a long-term strategy requiring fundamental change over
time, with four aspects:
•

Acknowledging aspirations for rangatiratanga

•

Building on gains made in Māori health

•

Reducing inequalities between Māori and other population groups

•

Building whānau ora (healthy Māori families) through community 		
development, Māori participation in health and disability support, 		
effective services and working across sectors.

•

New Zealand Palliative Care Strategy (Ministry of Health 2001b) promotes a
systematic and informed approach to the provision and funding of palliative
care services. All people who are dying and their family/whānau and could
benefit from palliative care, should have timely access to quality palliative
care services that are culturally appropriate and are provided in a coordinated
way.

•

New Zealand Primary Health Care Strategy (Ministry of Health 2001c) gives

‘WORKING TOGETHER WE CAN RESPOND TO DEMENTIA

direction for a strong primary health care system in improving the health
of New Zealanders and, in particular, tackling inequalities in health. This
Strategy provides direction for the development of primary health care, with
people being part of local primary health care services that improve their
health, keep them well, are accessible and coordinate ongoing care.
This list of key documents, strategies and resources gives an overview of the development
of health strategies over the last ten years, and an indication of specific strategic responses
to dementia from Government.
Demographics and Dementia
The number of people with dementia is expected to nearly double within the next
twenty years and this represents an immense challenge to support service provision.
The Dementia Economic Impact Report (Access 2008) estimated that in 2008 there
were around 41,000 New Zealanders with dementia, about 1% of the population. The
number is expected to nearly double to 75,000 (1.5% of the population) by 2026 and
double again to around 147,000 people (2.7% of population) in 2050.
This increase in the number of people with dementia is driven by the general increase
in the number of people aged over 65 but particularly those aged over 85 who have
the highest incidence of dementia. In New Zealand the number of people aged over 65
was half a million in 2005 and this is expected to rise to around 1.3 million by 2051
(Dunstan and Thomson 2006:15-16).
A further issue for social service provision generally and for dementia care in particular
is variations between regions. Older people are currently concentrated in urban areas
(89% of people aged over 85). By 2026 people aged over 65 are expected to make up
a greater share of the population in all areas. However, the highest proportions are
expected to be in the South Island, in Central Otago and Waitaki and the lowest in
Wellington, Auckland and Manukau (Dunstan and Thomson 2006:29).
People with Dementia by Ethnicity
(Source: Access 2008: Table 1-7)
2008
Mäori
Pacific
Asian
European

1,483
683
1,227
37,790

%
Change
4338
192%
2,153
215%
6,206
405%
63,558
68%

2026

European/Pakeha will continue to make up the majority of the 65 plus age group with
dementia in the future but other cultural groups will see exponential increases in the
number of their older people living with dementia. Although the actual numbers
remain relatively small, for their communities these changes are immense challenges.
As can be seen in the table above by 2026 there will be four times as many older Asians
living with dementia. There will also be twice as many Māori and more than twice as
many Pacific older people who have dementia.

CHAPTER 4

‘WORKING TOGETHER WE CAN RESPOND TO DEMENTIA

20

Health projections concerning Mäori Ageing
A key note in He Puāwaiwhero (Ministry of Health 2008b) is that socio-economic
position is a determinant of mental health and that almost one in three Māori are
in the lowest two deciles. This in turn is an indicator of the future mental health of
Māori aged over 65 and translates into a high prevalence of depression and anxiety
disorders (Ministry of Health 2008b: 6). Mental ill-health is experienced by 30% of
the Māori population compared to 19% for the rest of the population (Ministry of
Health 2008b:7).
While there is no data to establish projections on Māori susceptibility to dementia,
projections for vulnerability to mental illness and to drug use and depression will be
the basis for ongoing risks associated with old age, including vulnerability to dementia.
Along with identifying the disproportionate risk of mental illness for Māori there is a
significant lack of services.
Findings in Te Rau Hinengaro highlight significant levels of unmet need, with
less than one in three Māori with a common mental health disorder having any
contact with services in the past 12 months ( Browne 2008:7).
In some respects the lack of contact with services relates to lack of access to services in
rural areas which impacts on Māori as well as other population groups.
Housing
Housing and housing policy are crucial to meeting the care needs of older people. A
recent study of accommodation for older New Zealanders notes that often the reason
for admission to residential facilities is inappropriate housing (Reid 2008:59, 64). In an
overview of policy leading up to the Positive Ageing Strategy Reid cites a 1994 OECD
report promoting policies to enable the elderly to stay in communities, either in family
homes or in supported accommodation (OECD 1994:7 cited in Reid 2008:61). This
was part of an international move away from institutional care to community based
models to support healthier lifestyles, to counteract isolation and, in no small measure,
to reduce the costs of residential care.
A significant group of older people own their own home but do not have the income to
maintain, renovate or modify that home to make it safe in situations of disabilities such
as dementia (Housing New Zealand Corporation 2004:61). Practical adjustments
could enable older people, especially those with dementia, to continue to live at home.
Modifications to houses to keep them in good condition, safe and comfortable for
older people may need to include adding assistive technology for people with dementia.
Such technologies can range from simple modifications such as handrails, to features
incorporated into houses such as video-entry phones, automatic taps, door openers
and lighting systems (Davey 2006:263).
Supported Living
One of the greatest housing challenges in New Zealand is the need for supported
living, with coordinated housing and support services to achieve the goals of ageing
in place. In the course of this research no supported living programmes specifically
designed to provide a service for older people with dementia were identified. NZCCSS
members commented that older people living in assisted living units in homes adjacent
to residential complexes for high level needs can be supported to continue to remain in
their units for longer because of the ready availability of backup support through care
workers and nursing staff.
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An NZCCSS study matching older people’s housing with support needs (NZCCSS
2006) identified urgent accommodation needs for an ageing population. The current
research reiterates the lack of supported accommodation for managing dementia.
Leading academic researcher Judith Davey points to the need for leadership and for cross
sector strategies (Davey et al 2004:180). Experts interviewed for this project believe
that the competitive funding model has undermined the collaboration so urgently
needed in this area to allow older people with disabilities to remain in homes and in the
community for as long as possible (Gaynor Duff 2009 and Matthew Croucher 2009).
Living Arrangements and Family Structures
At present 80% of older people live either alone or with a partner only. The proportion of
older people living in non-private circumstances, such as rest homes, may decrease due
to improved life expectancy and wellbeing and the influence of ageing in place policies.
Most older people prefer to live in their own homes as long as possible. Depending
on policy settings, population ageing and increased longevity will most likely lead to a
numerical increase in people living in non-private housing.
Changes in family structures including re-partnering, later child-bearing and fewer
children may bring changes in intergenerational transfers of wealth and result in reduced
support networks for older people. Step families may have more dispersed interests and
less intergenerational commitment to older people who are not blood relatives. This
is likely to impact on dementia care because of the commitment, time and resilience
needed to sustain home care. A high dependency ratio (workers to dependants) means
less tax revenue to support the costs of aged care. This is a primary policy challenge
for the future - fewer younger people financing the growing number of elderly. The
challenge will be how to maintain adequate social and economic support.
Medication
In medical terms, the most prominent chemical disturbance associated with Alzheimer’s
dementia is acetylcholine deficits and these are likely to contribute to memory loss
(Ministry of Health 2002a:20). In medical treatment, cholinesterase inhibitors can
be effective in delaying the symptoms of cognitive decline and are used in the hope of
slowing the progress of dementia. These drugs are not funded by Pharmac because of
the weak overall benefit. However, the price has recently dropped and this may make
them more accessible to people paying privately.
The largest use of drugs is to manage “challenging behaviour”. Psychiatric medication
is frequently used to manage psychiatric issues that may accompany dementia
e.g. depression, hallucinations and some forms of aggressive behaviour. While such
medication may be effective, there are significant side effects such as worsening
cognition, falls, sedation etc. The consensus from literature and from medical advice is
that medications for dementia are of limited value and that medication has a ‘modest’
place in the treatment of dementia (Perkins 2006).
Costs of Dementia
The costs of dementia services are the primary concern of the Dementia Economic
Impact Report (Access 2008). The burden of the disease is a measure of loss incurred by
illness and of loss of productivity. Productivity costs include the reduced capacity for
work as well as informal care. A comparative analysis of the costs of dementia carried
out in the United Kingdom showed that the cost of Alzheimers disease (as the most
common of the dementia diseases) is greater than the combined cost of stroke, cancer
and heart disease (Care Services Improvement Partnership 2005).
CHAPTER 4

‘WORKING TOGETHER WE CAN RESPOND TO DEMENTIA

22

The costs of dementia care are difficult to estimate in New Zealand given the lack of
consistent data collection across DHB’s, and are therefore likely to be under-estimated
(Access 2008:40, 41). It is possible, however to compare the costs of informal care
and community care with the cost of institutional care, including hospitals and rest
homes. Despite the difficulties, the report estimates that the total costs of dementia
care were $712.9 million in 2008, of which a little more than half was health system
expenditure.
A major component (62%) of total health funding was the cost of residential aged
care. There is a significant number of people with dementia in general residential care
(NZCCSS informants estimated between 50% and 75% of residents in aged residential
care). However health care costs specifically for people with dementia in residential
care is not disaggregated in the report.
Two measures were used by the Dementia Economic Impact Report to calculate the
costs of informal care: replacement costs and opportunity costs. Replacement costs are
based on a market valuation of care provided by family and friends or what the costs
would be if no unpaid care was provided and were calculated at $402.1 million in
2008. An opportunity cost measure based on productivity losses (or the loss of market
participation) was calculated at $29.3 million. Using these measures and working with
the overall calculated costs of dementia of $712.9 million, a cost benefit analysis of
delaying entry into residential care by three months was done.
Reducing the number of days in residential care by 91 days (3 months) saves $60.3
million per annum. When the costs of additional informal care are deducted, the net
benefit of institutional delay is estimated at $31.8 million. (Access 2008: viii, 69-72).
There are a number of provisos to these estimates. The costs of interventions to delay
entry into residential care and any allowance for the quality of life associated with
either residential of community based care are left out, as are estimates of the nonfinancial benefits of home based care (Access 2008 :71).
The economic benefits of delaying entry into residential care are used by policy makers
to justify an emphasis on the development of community services. Keeping people with
dementia in community care has significant impact on carers, as much of the day to day
care responsibility lies with families and whānau. A recent study indicates a correlation
between the financial burden of care and lower income. The financial burden of care
was related to increased depression for caregivers and a negative impact on the quality
of life for caregivers and people with dementia (Gallrach et al 2008). The narrativestudy of Joe, presented in Chapter Five, includes the effects of poverty affecting his
quality of life, through inability to visit family, to attend to tribal obligations, and the
effects of isolation.
Knowledge of the economic impacts of residential care and the burden of dementia on
carers has led to extensive research on how information, education and support will
assist home carers of people with dementia. Much of this work, such as Henry Brodaty’s
studies, is directed at identifying beneficial outcomes of interventions to support carers
in terms of reduced stress, depression and morbidity (Brodaty et al 2003). Issues raised
in the Dementia Economic Impact Report include:
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•

The need for research into care services tailored to the needs of New
Zealand

•

The need to increase research funding

‘WORKING TOGETHER WE CAN RESPOND TO DEMENTIA

•

The need for respite care

•

The importance of a national over-arching strategy for dementia care

•

Provision for Māori dementia services

•

Culturally based dementia services, for Pacific peoples and other ethnic
communities; and

•

Early intervention strategies.

Summary
The conclusions of the Dementia Economic Impact Report align with issues raised in
other literature. Key documents reviewed by NZCCSS suggest that comprehensive
and integrated services with training, education and assessment treatment and support
by a inter-disciplinary team, tailored to family need, is the most effective response for
people with dementia and their caregivers.
Other important future oriented themes are:
•

Caregiving in communities significantly delays institutionalisation

•

Institutional costs are greater than community care – therefore delaying
institutionalisation is cheaper

•

Need for a public education campaign to remove stigma of dementia; and

•

Need for training for professional care givers and family care givers.

Gaps in dementia services are identified consistently throughout documents and from
key informant interviews. These include:
•

Services specifically for Māori

•

Services specifically for Pasifika and people from other ethnic groups

•

Respite services for carer relief

•

Young onset of dementia and for alcohol and drug related dementia

•

Workforce development

•

Day programmes and residential aged care places; and

•

Lack of support for carers.

Alzheimers New Zealand has led the way in supporting carers through their focus on
‘providing information and support to all people affected by dementia, their carers,
family and whānau’.
The current policy framework facilitates access to support for home based care and the
development of community services for people with dementia. A diagnosis of dementia
opens the pathway to assessments for home support services. Home support services
for personal care (showering, dressing etc) are not asset tested and entitlement to
publically funded services is determined through referral from DHB needs assessment
agencies. Public funding for older people who are assessed as needing lower level home
support services to assist with cleaning, gardening, etc is restricted to those who have
a Community Services card. Similarly, the Carer’s Benefit provided through Work and
Income is only available to people on lower incomes.
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Funding for services for people with dementia is provided through DHB’s. Low pay
rates for care workers and the demanding work of caregiving mean that recruitment and
retention are major obstacles to providing quality services. In an environment of severe
budget constraints and marked growth in the need for services, funding restrictions
will need to be countered by innovations in services and improved job satisfaction for
care workers. These issues are elaborated in the following chapters.
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CHAPTER

5
Community support services for people with dementia/mate wareware and their carers
take many forms. Some services are accessed through DHB assessment procedures.
Day programmes are provided through non-government agencies such as Christian
social services and other health services. Income Support for care-givers is available for
those who met the criteria through the Work and Income Carers Benefit.
In this chapter case studies of people involved with day programmes are introduced
through brief narratives. Several issues of importance to dementia care arising out of
these case studies are discussed: assistive technology, early diagnosis and elder abuse. The
issues that arise through seeking to support people with dementia in the community
carry over into the discussion of the wider range of home and community support
services in Chapter Six.
Examples of Day Programmes and Community Services
A dementia activity programme for kuia and koroua is an example of the church linking
with community networks. The Kaumātua Kuia Programme is part of a disability
health service and is supported by the Anglican Selwyn Community Day Programme.
Through the support of a parish-based ministry a priest provides karakia and eucharist
services for the group, liaises with whānau, with community networks and with further
services for mate wareware as their needs increase.
In another region, a health service in an urban area provides support to Māori elders
through a dedicated Māori co-ordinator and services to Pacific people through a Pacific
health worker. A registered nurse supports people with dementia across all groups in
the area. A Māori chaplain who is associated with social services provided the liaison
for this visit.
In Auckland, Shanti Niwas provides the only formal services that specialise in meeting
the needs of Indian and South Asian older people. Shanti Niwas aims to provide
opportunities for ‘graceful ageing’ and was originally set up under the umbrella of
Methodist Mission Northern, who supported the new organisation with providing
premises and contributions to rent. Since 2003 Shanti Niwas has run independently
offering services that include day programmes, accredited visiting services and
advocacy.
In another city the Indian community is also seeking to find ways to meet the specific
needs of their older people. Representatives met with a local forum of Christian social
services aged care providers where they could raise their particular concerns, interests
and needs. Opportunities such as this help to improve understanding of the specific
situation of an ethnic group and helps providers of services to share in finding pathways
to respond to cultural needs, such as a proposal to set up a wing at a residential facility
that specialises in meeting the cultural needs of Indian older people.
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Three Case Studies of Home and Community Support
The following case studies are included to give examples of services for people with
dementia. The Māori study demonstrates the restorative value of bringing a group
together and involving them in community activities through the distinctive tikanga
of hospitality. All members were invited to share in the discussion – with provision to
support those who could not directly participate by speaking.
The conversation with three home carers demonstrates both a rehabilitative approach
to care and the effectiveness of day programmes in enabling people with dementia
to continue living at home. The third is a husband caring for his wife who lives with
dementia, who has also become involved with supporting the day centre.
Case Study 1: Kaumätua Kuia Programme
Te Oranga Kaumätua Kuia Dementia Activity Programme
The priest who supports the Kaumātua Kuia programme and the NZCCSS researcher
were welcomed to the groups with a whakatau and karakia. Mihimihi followed led by
the kaumātua and the programme leaders with members of the group participating
in turn and joining in waiata. Those who could gave their pepeha or whakapapa and
often a small story that linked them to their tribe, to local whãnau, or to the experience
of coming to the area in which they currently live. Those unable to mihi themselves
were introduced by the kai mahi – a care-worker. The members called themselves ‘ngati
wareware’ the ‘forgetfulness group’. Introductions gave the opportunity to explain the
research visit and the intention of NZCCSS to identify needs for service development
in response to the increase in numbers of those living with dementia.
After morning tea the group gathered again and the coordinator began an inclusive
discussion of issues for whãnau, for services in general and for the group in particular.
Minimal resourcing for the programme, inadequate transport and non-recognition by
the DHB of the value of their work were areas of immediate importance.
There was reference to the Te Whare Tapa Whā model for Māori health services with its
holistic approach to service provision.
Some of the main issues identified:
Social engagement: The importance of the social contact provided through the group
for overcoming depression and isolation and improving language was very clear. This
kaumātua kuia group is part of a wide network of community organisations.
Resource Needs and Status of Dementia Day Programme: Like many community
organisations, this group was short of adequate resources, in particular, an additional
minibus to transport people to gatherings and the guarantee of permanent meeting
rooms. They felt that their work needs more recognition from the DHB and an
acknowledgment of the effectiveness of such day programmes in delaying entry to
institutional care.
Residential Aged Care Issues: The experiences recounted in the group bring out the
Māori experience of alienation in institutional care settings that is a barrier to accessing
residential care for tangata whenua/Māori. There is a need for specific tikanga Māori
residential care facilities.
Tikanga Māori Shaping a Holistic Day Programme: Protocols of greeting and hospitality
mean that karakia, kai, whakapapa, whānaungatanga and manaaki are all woven into
the day programme.
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Case Study 2: Family Carers with a Family Member in a Day Programme
A Wife, a Husband and a Daughter
At a Christian social service programme three carers: a daughter named Jennifer, a wife
named Shirley and a husband, Ian, gathered in a comfortable room to talk about their
experiences of caring for their family member with dementia who was at the day centre
programme. Two of the day programme staff, a social worker and the day programme
manager, joined us and participated.
This warm-spirited conversation conveyed open-hearted care in their responsibilities
for family and club ‘members’. Day programmes provide the all important respite
from the twenty-four hour a day, seven days a week care needed for dementia. The
day programme provides transport for the person attending day programme, meals and
activities. Quality care involves developing relationships with family members to know
about people’s histories and interests. For example, Nancy who was a potential member
for the day programme, was extremely resistant to attending the day programme. She
had a long involvement with music and when she was brought to a day for music she
was won over.
Shirley’s husband has dementia. She is elderly like her husband and has herself recently
experienced a significant disability. She is struggling to manage the increasing challenges
of her husband who cannot dress himself or walk home from the supermarket. He
knows the way, but perhaps not for much longer.
Jennifer resigned from work to care for her mother at home. She set out to become
informed about care and services in order to ensure that her mother was receiving what
she needed. She is living on a Carer’s Benefit of $220 per week.
The carers all spoke of the significant changes that caring for their family member had
brought. Stopping work was at one end of the spectrum and not being able to get out
for recreation or routine activities such as shopping was at the other. Shirley had taken
her husband shopping, but found him unable to complete the journey any more. Shirley
could not get on a bus herself because of the walker and carry cart that she needs.
This service provider is actively working with other agencies to co-ordinate services and
enable people with dementia to live at home for as long as possible. An example of the
responsiveness of the staff could be seen when the manager noticed that Ian could not
play golf on the day when his wife was at day programme. A health setback prevented
him from driving. The manager spoke to him about social work support that would
enable him to get to golf. This time of recreation was important to enable him to keep
caring for his wife.
The group spoke of the stigma of dementia and the dread associated with it and
suggested a campaign like the ‘Like Minds’ mental illness campaign to bring respect and
compassion to dementia as a mental health issue.
Issues identified
Access to Assessments and Diagnosis: A theme of the discussion on access to services was
the ‘hard battle to get people with dementia into care’. While examples were given of
prompt follow up after the DHB community care assessment process, one of these carers
had been on a one year waitlist to be assessed and was only ‘bumped up the list’ after her
mother had a fall. Jennifer spoke of the way her mother ‘builds herself up and performs
wonderfully’ for visitors or professionals and then relapses afterwards. Everyone in the
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room knew this experience, known as ‘performance capability’ and the difficulties it
can cause for assessments and diagnosis.
Ian had encountered difficulty of getting a diagnosis. It was only after three visits that
his wife’s doctor identified dementia and two months after that she got an assessment.
Work and Income: People receiving the Carers Benefit are not allowed to work. Some
flexibility would allow for continuity of career and the benefits of self esteem and
collegiality from work.
•

A Carers Benefit does allow eligibility for fees to study

•

A mobile Work and Income case manager visited Jennifer at home. It was
noted that it would be an extremely beneficial service innovation for this to
be more widely available.

•

Frequent changes of case managers break the continuity of information and
this significantly reduces the effectiveness of support.

Carer Support: The courses run by Alzheimers New Zealand were a source of much
valued information for carers. One of the many ways recommended for carers to
support a family member with dementia is to maintain interests and stimulation.
For this group continuing life-long activities, such as knitting, painting and golf, or
undertaking new activities or study could continue because of the time when their
family member was at day programme. Carer support at home is arranged through
Alzheimers New Zealand. The home sitter stays with the person with dementia to allow
the home carer to carry out other tasks at home or to go out for shopping or recreation.
This service is voluntary and the training for volunteers is provided through a Carers
New Zealand informal training programme funded by the Ministry of Health.
Respite Care: Ian and Shirley use overnight respite care, but did not speak of this at
length. Ian lives in a retirement village where respite services are part of the package.
Jennifer has family members able to provide respite type care from time to time.
Isolation: Isolation is a major risk factor for carers and is associated with depression.
Regular meetings of ‘informal’ carers that include information sharing can help to
overcome isolation. Jennifer had organised a group herself. The day programme
indicated they had organised such groups in the past and would consider doing so
again.
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Case Study 3: A Creative Response Through a Day Programme
Joe is caring for his wife with dementia. This is an example of a creative micro-level
response through a parish day programme where Joe is involved as a volunteer
Three years ago Joe had become desperate and unable to cope as the changes in his
wife, Sarah, were unexplainable. It turned out that these were the signs of undiagnosed
dementia. He and his wife became isolated and withdrawn and he was unable to
continue working. Without the income from his employment poverty became an
added burden for the couple as they try to get by on a benefit.
With a diagnosis a referral was made to a parish based day programme and support was
sought from Alzheimer’s NZ. The understanding of dementia from attending a carer’s
programme and the day programme were transformative in enabling him to cope with
caring.
As an active community oriented person Joe became a volunteer driver for the day
programme and a community advocate to increase understanding of dementia. Joe said
he did not want the term ‘dementia’ used:
My wife is not mad. If you look at the literal meaning of that word you will see what
I mean. I’m thinking of those institutions and how people were treated. Sarah is ill
and she has to be cared for properly. She is not mad.
Joe and one of the staff talked about some of the benefits of the community development
aspects of this day programme with the links with other centres and community
activities. Staff members asserted that:
This day centre keeps many of these people at home for two years longer than if they
weren’t coming here.
As we talked it became evident that Joe is Māori and with acknowledgement of this
he started to explain that as much as he loves involvement with this centre, he would
love to see expressions of tikanga within the care programme. He referred to forms
of greeting, to karakia for kai, food, and to clearer protocols of hospitality. The coordinator of the programme was most attentive to these suggestions and undertook to
discuss further how they might respond.
Issues Identified through the discussion with Joe and staff:
Responsiveness: Responding to family/whānau needs facilitates wellbeing. The programme
co-ordinator undertook to take action on the request for more aspects of tikanga Māori
to be incorporated into the programme.
Flexibility: Being flexible in the way human resources are used meant that as a caregiver,
Joe was also able to have community involvement, a real benefit for someone who
preferred to be active in supporting the day programme.
Stigma of Dementia: For Joe and Sarah the term dementia signified madness and they
do not want it used.
Isolation: Joe’s involvement in the programme as a volunteer helped overcome isolation
for their family/whānau (in this case it was not previously identified that Joe is
Māori).
Poverty: The onset of dementia has brought poverty to Joe and Sarah. Joe had to stop
work to care for Sarah. Living on a benefit reduces them to a very basic income and
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severely restricts their contact with their family and Joe’s iwi in the South Island. All of
their family live in other parts of New Zealand and in Australia.
Cultural connection: Although there was time for devotions during the day programme,
this did not adequately meet Joe’s wish for karakia.
Kindness: There was a warm hearted spirit in supporting Joe as part of the programme
team and hearing what he had to say.
Themes identified in these narratives are picked up again in the following chapters
on services and priorities in dementia care. In the course of the literature reviews and
key informant interviews further issues that need consideration were identified and
summarised below.
Additional Issues
Assistive Technology
Technology that provides enhanced safety in homes is beneficial when people with
dementia are involved. Key informants mentioned the benefits of technology such
as automatic turning off of stoves, taps, water and lights. Health professionals, such
as a nurse manager in a residential facility mentioned the value of electronic tagging
to support safety measures for people with dementia who wander. This mechanism
enables a signal to be sent to carers if the person leaves a safe environment. The Global
Positioning System can also be used to track people. Currently, such sophisticated
technology is costly and must be paid for by the individual or their family, so is unlikely
to be available to those without extra financial resources.
The ethical issues raised by the use of ‘e-tags’ focus on the invasion of personal rights
and freedom of movement which are in tension with the enhanced safety such devices
provide and which allow for optimum freedom within safety constraints. One of the
benefits of early diagnosis is that it provides the person diagnosed with the opportunity
to be involved in decisions about their care and whether they are willing for such
devices to be used in future care situations. Another way to resolve the tension is for
there to be full discussion and consultation with carers and family members.
One of the main needs of people with dementia is for company and stimulation. A
number of residential carers who participated in this study said that the main thing
to be counteracted is boredom. Henry Brodaty warns against the use of technology to
substitute for family and friends visiting or for carer attention in rest homes. He makes
a very cogent observation that:
assistive technology should complement not replace personal care. Technology
that leads to families not visiting their loved one or that keeps staff in nursing
homes in front of video monitors and away from provision of companionship to
residents would be a retrograde development (Brodaty 2009:87).
The pursuit of technological innovation to support behaviour management is to be
encouraged, with the proviso that there is no substitute for human care and contact.
Early Diagnosis
There is a clear consensus in the literature and among informants for this project that
early diagnosis is very beneficial. Although it means facing the prognosis for the future
it also allows the person diagnosed to be informed about medications available, to settle
financial affairs, to plan for house modifications, to be involved in decisions about care,
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including care options in the short and long term and possible use of technology. In
the early stages of dementia it can be beneficial to participate in memory clinics and
to be assisted with the psychological, emotional and spiritual challenges of dementia.
Early diagnosis brings the opportunity for carers to become informed, to make plans
for care with their family member, and to anticipate and prepare for caregiving.
Elder Abuse
Every conversation with professionals involved with dementia mentioned elder abuse
as an important issue. The susceptibility to abuse comes from the assumption by the
caregiver that the person with dementia will not know, is powerless to prevent the
abuse, or cannot do anything to intervene. Carers are often stressed or depressed and
over-burdened, which leaves open the possibility of abuse and/or neglect. Carers may
also exploit the vulnerability of those they care for and use the opportunity to access
funds from the accounts of those they care for.
Caring for the Carers
With ageing in place as an aim for services both in New Zealand and internationally,
an emphasis on support in the community has led to the development of home and
community services and to many research studies to assess the benefits of home based
and community care for those with dementia and their carers. Australian researcher
Henry Brodaty noted that when a person is diagnosed with dementia “there is almost
always a second patient. Dementia is not one person’s illness; it affects others who in
turn influence the manifestations of dementia” (Brodaty 2007:363).
The influence of dementia on the “second patient”, the home carer, is an important
aspect of NZCCSS services. Negative symptoms of dementia can be better borne
and managed with information about the condition, with the availability of respite
care, and with positive values and the strengths drawn from spiritual sources. One
whānau shared a lot of laughter over the idiosyncrasies of their koroua with middle
stage dementia; a husband was resolved to care for his wife of 49 years ‘until the end’;
a daughter brought all her warm spirited resolve, resourcefulness and tenacity to living
with her mother with dementia. The wife of a man with dementia drew on the many
years they had been married and all the good life they had shared to manage her own
increasing health challenges as well as to support her husband, whose dementia she
observed as becoming more restrictive as his capabilities were diminishing:
He doesn’t know what clothes to put on, is dragging his feet and can’t walk home from
the supermarket.
Interventions to support those with dementia and their carers in the community will
be increasingly important in the future given the expected increase in the number of
people with dementia and the likelihood that the current government focus on ageing
in place will continue. This also recognises the prevailing consensus that community
care is cost saving and more beneficial to people with dementia and their carers (Access
Economics 2008).
Support for community based care is based on the assumption that this improves
the quality of life for the person with dementia and for home carers (Ministry of
Health 2002:20). However research evidence shows there are persistent gaps in home
services, significantly in information on care management, lack of continuity of caregiving personnel and visits being too short. Despite the strong consensus on the
benefit of community based services for people with dementia and their carers, some
research studies referred to in this report indicate reservations about the effectiveness
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of interventions with ‘patients’ and with home carers. Some interventions show nil
or minimal improvement for people with dementia and their carers and limited
improvement for carers in terms of less depression, sustaining the caring role and
maintaining their physical health (Brodaty 2003, Ryan et al 2008, Belle, Burgio et
al 2006; Sussman and Regehr. 2009). The benefits claimed for community care are
diminished unless there are genuine wrap-around services.
Assumpta Ann Ryan says:
Despite the extensive international literature on the need for information and
support for family carers, this remains an area where the reality appears to be far
removed from the rhetoric (2006:29).
The Ryan et al study was based on home care and respite services for elderly people with
complex needs in Ireland. It did not include a day programme. The Canadian research
by Tamara Sussman and Cheryl Regehr included day programmes. They found that:
…in-home services, as they are currently offered, do little to reduce the burden
of spouses caring for their partners with dementia. Rather, the most effective
service is the provision of adult day programmes, which provide not only respite
for the spousal caregiver, but also opportunities for social interaction for their
partners with dementia (Sussman and Regehr 2009:38).
Day programmes are an important aspect of Christian social services in New Zealand,
and were observed as making a significant contribution to effective home based care. An
evaluation of these would give valuable information on the benefits of day programmes
(e.g. reducing isolation and regaining or slowing the decline of cognitive function) for
people with dementia and on the respite benefits for carers.
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Home Support Services for People with Dementia/
Mate Wareware

CHAPTER

6
Community Care: Family/ Whänau Centred Care
Ageing in place is widely supported for the care for people with dementia or mate
wareware. There is general agreement from the Ministries of Health and Social
Development, service providers and many families living with dementia that living
with home-based support is beneficial and cost effective. All participants in this study
spoke in favour of enabling people with dementia to live interdependently in their own
homes for as long as possible. Being at home helps people to retain personal identity
and belonging to a known community. Support is provided to them and their carers
through home support services, day programme and respite care.
Parallel to considering the needs of people with dementia is the priority of supporting
family/whānau carers. Caregivers are crucial to enabling people affected by dementia
to continue to live in the community and to delay admission to residential care. It is
therefore imperative that family and whānau carers be supported in their role. Support
is most often provided through education, home help services, day programmes and
overnight respite care. There is provision for twenty-eight days of carer relief. All carers
are entitled to this respite care. If more than this is needed it has to be arranged in a rest
home and privately paid for. Some DHBs provide more than twenty eight days respite
care. There is no provision for occasional residential care for people living alone with
dementia care, as this type of care is designed for carer relief.
Most NZCCSS member services work with local Alzheimers societies to facilitate
access to education and support for informal carers. Informants identified the need
for increased availability of education and support for family and whānau carers. As an
indication of the intensity of burden experienced by family members, support provided
by Christian agencies includes employing a psychiatrist to work with family members
and chaplains who are employed in agencies being available for family support.
Creativity and flexibility are identified as vital for quality dementia services. Informants
for this NZCCSS research referred to the need for services which are responsive to
the changing needs of people with dementia. Over a period of up to twenty years
change takes place progressively, with fluctuating lucidity, mixed with memory loss
and functional incapacity. Managing medication for multiple health conditions, or comorbities, is difficult because people with dementia forget to take medication or may
not take it as prescribed.
A flexible approach to service delivery involves careful monitoring of needs and the
provision of appropriate activities for the person with dementia. It also requires staff
with qualities such as kindness, patience and resourcefulness who are trained and
qualified in dementia care. Flexibility requires the targeting of services so that people
with dementia and their carers are provided with services which correspond to their
needs (Holm and Ziguras 2001:8).
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Flexibility is also needed in timetables in residential facilities and in home support. In
residential facilities this means that routines for meals and sleep need to be variable
to correspond with the patterns of residents. In home support services, care workers
need to have the mandate to respond to the needs of a person with dementia which,
on any given day might not have been specifically required or anticipated in the care
plan. Flexible responses are needed in both residential and home services to meet the
changing needs of the person with dementia and their caregivers (such as the need for
respite care - both day and night respite care services).
Needs assessments were a point of discussion with participant and survey agencies
and are identified as requiring refinement. The process may start with contact with
a community agency or with a doctor’s diagnosis of dementia. Where an agency is
involved, a health and safety assessment at home would be followed by referral to the
DHB for assessment for home support services and rest home placements. Allocations
of services are made through Needs Assessment and Service Co-ordination agencies
(NASC) and then different assessments may be carried out for occupational therapy,
medical care, personal care, house modifications or other needs. Assessments include
the needs of the person with dementia as well as home carers to develop a package of
care and care plans. Eligibility for funding is included in assessments. Means testing is
required for domestic assistance, with a Community Services card granting eligibility
for funding support. Personal care, respite care and district nursing are not means
tested.
It is important to ensure that assessments have canvassed all aspects of need for the
person with dementia, including treatable illnesses and that family and whānau capacity
for care is included in the process. Increasingly, patients with dementia as well as carers
are becoming involved in decisions about their health care and these decisions need
to be informed by assessments and information on available services. Decisions about
health care and services are less and less the prerogative of health professionals (Roberts
et al 2008:457).
Home Based Support Services
Home support provides household assistance and personal care. Sources, such as the
Irish researchers in Ryan et al (2008), identify co-ordination as a foremost challenge
in the delivery of home support services. Ryan et al link care plans with co-ordination,
because of the different types of support that may be included in the plan. Furthermore,
Ryan et al noted that care plans are confusing for people with dementia because of the
different services involved and very difficult for families to comprehend.
One agency informant said there is no liaison between providers in their area and
home support services were described as disjointed. This informant said that a single
point of entry would facilitate co-ordination. Such a service could be designed with
the client at the hub and one person with responsibility for case management could
hold meetings with all support service personnel to initiate the services needed. An
innovation which seeks to address this issue of co-ordination is a dementia-specific
service initiated by Presbyterian Support Upper South Island with pilot funding from
Canterbury DHB (see page 39). SupportLink is an integrated, flexible home support
package with a single point of entry for all Enliven services (“Enliven” is the brand
name for Presbyterian Support services for older people).
Managing people with more severe levels of dementia at home presents challenges,
especially higher needs clients who require specialised dementia care services. DHB
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contracts for community based dementia services require staff to be trained in dementia
care but do not provide additional funding to recognise the costs of such training for
providers.
If people with dementia are to be supported at home through to the end of their lives
then training in palliative care is imperative. In the metropolitan area of one member
agency the agency manager said there are no adequate home support services, hospital
or hospice facilities for those who are dying: ‘In our area we cannot cope with people
dying. There is no space to die in the hospice or the hospital’ (Interview with agency
manager 2009).
Family/whänau Carers Employment Issues
Supporting informal or family/whānau carers means addressing labour market provisions
for flexibility and for income maintenance. There are often economic implications for
informal carers caring for a person with dementia at home where a carer may not be
able to work standard hours or sustain full time employment (e.g. Jennifer’s situation
in Case Study Two in the previous chapter). The New Zealand Carers’ Strategy and Five
Year Action Plan (Ministry of Social Development 2008) seeks to address the difficulty
of maintaining employment while being responsible for the care of a person with
dementia. Recommendations include additional carer leave, the Department of Labour
subsidising employers for additional leave and support for carers to transition back to
work after they have had to leave employment to take up caring responsibilities.
Day Programmes
Day programmes are complementary to home support services, offering day time
respite care which is often vital for home carers. Some agencies are actively developing
and expanding day programme services and providing attractive purpose-built facilities
where resources allow. Creativity is evident in the differing responses, as seen in the
story of Joe and Sarah and the Selwyn Foundation parish based programme (Case Study
Three, Chapter Five), and in innovative programmes such as a purpose built dementia
facility at the Harakeke Club, a Presbyterian Support Enliven day programme. This
facility has an aesthetically designed garden, a large covered patio area and a mixture of
areas inside to meet different needs, such as larger open spaces as well as small rooms
where people can withdraw for a time.
As well as providing day respite for carers, day programmes provide activities which
are tailored to the needs of people with dementia. Staff members are involved in the
design of activities and care for members of the club (people with dementia) as well as
managing referrals, supporting families and liaising with the community. In one area
where the Selwyn Foundation is supporting a network of services for older people, a
registered nurse is based in one centre and is working with other centres and other
community services. She is developing a profile of dementia care in the community
which includes doctors, ministers, Alzheimers groups, Age Concern and social workers,
linking with local activity groups and services.
An agency manager who spoke strongly of the importance of home support raised
concerns about day programmes. This informant was concerned that ‘people are
not living independently if they are sent to day programme’. In the context of a
diminishing emphasis on rest home care, day programmes could be seen as another
form of institutionalised service and could become a substitute for rest home care with
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similar institutionalising effects. A worry was expressed that day programmes could be
a ‘dumping ground’ allowing home carers to opt out of care.
This concern about day programmes undermining home support should not lead to
an ‘either/or’ debate. Home support and respite day programmes are complementary.
There are, however, a variety of views on care for the person with dementia and support
for carers.
Different service models reflect different needs. Programmes should be complementary
so that services can be responsive to varied family and carer circumstances. Full home
support may well be an ideal: an ideal which requires optimal resources, including
day programmes, and adjustments as symptoms of dementia intensify. Quality day
programmes provide an important respite service for carers who without it would not
be able to keep a person with dementia at home. The stimulation and social contact of
day programmes offers beneficial rehabilitative care and helps to overcome isolation.
Mäori Day programmes: Issues for whänau Care and Mäori Services
Whānau care is a cultural norm for tangata whenua/Māori and this is associated with
the esteem in which elders are held. In the contemporary context whānau care for
kaumātua with dementia may not be possible when whānau members are working.
Apart from the need to sustain employment, whānau that are fragmented or managing
other pressures such as low income, ill-health and social dysfunction may not able to
support kaumātua with mate wareware.
Whānau care givers and Māori professionals spoke of a strong preference for whānau
care and indicated acceptance of ‘forgetfulness’ and the many ailments and changes
that accompany old age. Intergenerational whānau responsibilities mean that many
young people are brought up by their grandparents or have a close relationship with
them and are at ease with ageing. This in turn is likely to create a strong sense of aroha
and responsibility to care for kaumātua.
Māori who do not have a partner will be likely to have mokopuna living with them
so that they are not alone. This highlights an intergenerational approach to the care of
kaumātua including those with mate wareware where possible. However elders spoke
of disappointment with the loss of ‘aroha’ from ‘the young’ who are not willing to
take up whānau responsibilities including care of elders. A Pīhopatanga priest who is
working specifically with the elderly and those with mate wareware was keen to foster
intergenerational relationships by setting up opportunities for kaumātua to pass on
tribal traditions and tikanga, or custom, to the young.
Health workers and clergy supporting kaumātua with dementia referred to the
importance of karakia and in particular the effectiveness of the sacraments as a calming
and settling influence.
The mana of kaumātua is undiminished by dementia and memory loss is less traumatic
where memory is held collectively in tribes rather than individually (Durie 2003). A
theme of Mason Durie’s interpretation of the role of kaumātua is that as people get older
there is an expectation of an increasing role in contributing to tribal responsibilities,
and to take up roles as kaumātua in institutional life in New Zealand generally. This
expectation of greater participation is regarded as marking a transition point in personal
maturity and the fruit of experience of work and whānau life. Although mate wareware
may eventually inhibit the fullness of this role, participation can be supported through
the reciprocal systems in tribal communities. Many of the reflections that were shared
for this research showed how senior kaumātua continue to be included in marae
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activities until residential care became unavoidable. It was also made clear that more
support for whānau who are involved in caring for kaumātua with mate wareware was
needed. This raised a concern about access to home-based support services and the
delivery of culturally appropriate home-based services.
A theme that was repeatedly considered by Māori from very different walks of life,
including kaumātua, clergy, and wānanga kaiako, was the debilitating effects for
elders who are cut off from cultural life on marae and from meaningful activity. When
asked about care of kuia and koroua with mate wareware, a kaumātua made a swift
response:
There are a few old people who go to marae, but the rest of them get stuck at
home, isolated and without a purpose. They don’t have a purpose. That’s why
they get forgetful. They shouldn’t be left to find their way there. They need to be
picked up and taken to the marae and then they will contribute to what’s going
on.
Another participant referred to older people who are clustered in state houses separated
from their tribes and from whakapapa connections. He was referring to people being
confined to their houses watching television and having no valued role in their
community. Although there is no researched evidence of a causal link between isolation,
depression and dementia, they are known as risk factors for admission to residential
care.
There is an implied link here between mate wareware and depression and isolation,
perhaps without distinguishing between chronic forgetfulness and diagnosed dementia.
References were made to dementia as symptomatic of a fragmented society, with a high
value placed on participation through work. In this case, becoming aged is to become
unvalued, redundant and dependent, with depressive symptoms which may dispose
people to cognitive impairment. A kuia who has joined a day programme spoke of how
she had virtually lost her speech when living alone at home and that she had recovered
both speech and memory by being with a group of kaumātua
Any discussion of Māori ageing and dementia must recognise that fewer Māori reach
the over 65 age category. Māori are more likely to be afflicted with diabetes, heart
disease, cancer, asthma and lung related illnesses (Ministry of Health 2008b). As Māori
life expectancy increases there will be a proportional increase numbers of older people
living with mate wareware.
Expectations of tangata whenua/Māori leaders frequently encompass practical, spiritual
and organisational responsibilities. This study noted the demands made on Māori
leaders to respond to day to day practical and spiritual needs of older people and those
with mate wareware as well as to crises in whānau. Such crises are exacerbated by
poverty which also affects kaumātua who are caught up in wider whānau concerns.
Given the disparities experienced by Māori in terms of health, economic status,
education and housing, whānau may not have the resources to respond to the severe
demands of dementia care. Fragmented whānau, undermined by intergenerational
poverty, violence and abuse, are deprived of resilience for times of crisis and susceptible
to elder neglect and abuse.
Notwithstanding these cautions, there is support for Māori to respond to service needs
at local and tribal levels. Mason Durie writes:
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The task of planning for an ageing Māori society lies as much with rūnunga,
Māori urban authorities and whānau, as with government and it requires a longer
term approach than the more usual three-year planning cycle. Unless there is a
deliberate planning process the health problems that will accompany the rise
in the numbers of older Māori will be handled in a fragmented and disjointed
way with consequent inequities and reduced opportunities for kaumātua to
contribute positively to hapū, whānau, and the many Māori communities that
make up the Māori world (Durie 2003:164).
The importance of long term planning for service development at a government level
as well as through iwi and social service organisations is discussed further in Chapter
Nine.
Social Service Agency Initiatives
Homeshare
Homeshare is a New Zealand programme where people share their homes and offer
hospitality to older people including those with dementia. The Homeshare visited for
this research is in a rural area. The hosts provide morning tea, lunch and afternoon tea
and offer activities of special interest to people from farming communities, which is
the context for this day programme. Presbyterian Support in Canterbury initiated this
opportunity for people to share their homes as an extension of a social service volunteer
programme. The hosts are trained in specific skills for managing people with dementia
who visit during the day. Their homes are checked for safety, security and accessibility
for people with dementia and in some cases modifications can be made.
This Homeshare initiative is in its early stages with the small number of hosts set
to expand. As an innovation in day programmes, Homeshare provides nutrition and
social interaction. Although it began as an agency funded initiative, Canterbury DHB
has recognised the value of the programme through partial funding.
HomeLink
HomeLink is a bulk funded contract through which support workers deliver a full
restorative home and community support service with an inter-disciplinary and
multiservice approach. Provision of wrap-around services includes counselling,
social work and falls prevention services plus access to memory clinics and to a
psychogeriatrician. Co-ordination with other services is carried out through networking.
HomeLink has been a precurser to the new Canterbury DHB funded Christian service
provider pilot called SupportLink
SupportLink
SupportLink is a new programme being piloted by a Presbyterian Support (PS) agency
specifically aimed at supporting older people and their carers living with dementia
and cognitive impairment within the community. It offers a single point of entry for
wrap around services through access to the full range of Presbyterian Support Enliven
services in the city where the service is located. It provides a flexible plan for support
that includes day programmes, social work, family support, education and community
support workers. SupportLink is an innovation in service co-ordination because it
seeks to simplify access to services and is based on networking those services effectively.
A key part of evaluating this new service is the process of delivering services and how it
works for the people receiving services (e.g. careful management of the timing of visits
to people’s homes). This gives priority to the relationships that make for the delivery of
effective services.
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A Parish Initiative
The Selwyn Foundation is developing a network of support services which includes
parish based programmes for dementia and support for Māori Anglican church (Te
Pīhopatanga) initiatives for older people and those with dementia.
The Selwyn Foundation has created a project to engage parishes in day programme
services. The project contains many elements of community development work in that
it works through parishes and their communities and helps them to set up and run the
services themselves.
The purpose of the parish programme is to enhance quality of life and support
independent living for older people including those with early stages of dementia. It
will ‘enable people in parishes to respond in loving service to the needs of older people
in the community and to build and strengthen the links between the community and
the church’. A more overt spiritual aspect is to honour the ‘presence of God in each
person’. The establishment of a secure facility for a day programme specifically for
people with dementia with higher needs is in the process of development (Selwyn
Foundation 2009).
The day programmes include activities as well as medical support and information on
services. The staff team (that includes a nurse) has an active role in building relationships
with medical and social services in the community and liaising with home support
services and assessment teams. The staff members provide leadership in facilitating
collaborative initiatives between services. The umbrella agency has a programme of
staff training which includes training for volunteers.
Cultural Responsiveness in Christian Service Agencies
Day centres for people with dementia visited for this research have policies for cultural
responsiveness and for inclusiveness for people from different cultures, and they are
open and welcoming to people from different ethnic groups. This included Pacific,
Croatian, Dutch, Polish, European, Greek, Indian, Sri Lankan and Chinese older
people.
In some cases church agencies are actively engaging with ethnic communities: one agency
has a significant proportion of Chinese people with dementia in their day programme
(as well as their hospital facility) and they have contact with Chinese professionals in
the community. This programme provides Asian TV, Asian food and facilitates regular,
close contact with the doctor, to the extent of daily appointments if possible. Chinese
families are actively involved with the care of their elders which is beneficial for them
as well as the service provider.
Older People of Indian and South Asian Origin
Shanti Niwas works with socially isolated and depressed older South Asian people,
including those in the early stages of dementia. A characteristic of the programmes is
recognition of cultural, religious and linguistic diversity. The participants are Indian,
Bangladeshi, Pakistani, Singaporean and Sri Lankan. Religious groups represented
include Sikh, Hindu, Muslim and various Christian denominations. Eight language
groups are represented amongst participants. English and Hindi are the main languages
used during the gatherings.
The participants are immigrants to New Zealand and share cultures that respect
older people, hence the name Shanti Niwas, meaning ‘graceful ageing in a caring
environment’. This support service works closely with member families to care for their
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older people at home. Rest home care is resisted yet with the different values of New
Zealand society and importance of employment, there are increasing tensions between
the views of older and young generations.
Two hundred people per week participate in the Shanti Niwas programmes. There
are twenty-five volunteers and five trained agency staff. Challenges for the agency
include an increasing scarcity of funds and difficulty in getting co-operation from other
organisations.
Key Issues for Day Programmes and Home Support
Day programmes provide carer relief as well as care for people with dementia and it is
often the case that home support services run alongside day programmes. The trusting
and warm spirited relationships that develop between day programme/club members
and with family/whānau carers builds a positive network of caring relationships. For
most people it seems that Alzheimers NZ is the main provider of carer support and
information on dementia. Good relationships with District Health Board assessment
teams and with Alzheimers societies are important aspects of the collaborative culture
of care for people with dementia.
The service providers believe their services provide value for money because they help
to significantly delay entry in residential care. Day programmes are not available in
many communities, both urban and rural, and funding received for those services
tends not to meet the full cost of providing them. For example, people with dementia
find it difficult to be confined in a vehicle for long journeys and any service needs to
have enough appropriate vehicles to transport participants.
The stigma of dementia means that there is resistance by families to having people
diagnosed and there is a very poor understanding of the illness, of how it progresses, of
management and of services available for home based care.
Isolation is a major risk factor for depression and therefore for entry to residential care.
Suggestions for interventions to prevent isolation include:
•

A public campaign to break the stigma of dementia and build collective
understanding of the illness. Strategies for responding to dementia and
information of services need to be included in the campaign.

•

Community groups, such as churches could build pro-active initiatives to
engage parishes in care for older people such as the Selwyn Foundation
example.

Several discussions mentioned the re-emergence of unhealed trauma as dementia
progresses. This demands extra skills for staff. Trauma may have been related to child
abuse and sexual abuse (as in information emerging from ‘Brain Wave’ studies), incest
and rape. Drug and alcohol abuse can be linked to dementia and people with these
conditions are now living longer, increasing the demands for specialised services. Further
examples of unhealed trauma which may be disclosed by older people, including those
with dementia, are Post Traumatic Stress and trauma arising from war. Refugees and
migrants have similar experiences which need to be taken into account in dementia
care.
Sexually inappropriate behaviour has to be managed by care givers. There are sensitive
issues between partners when one of them has dementia. Sexuality can include a
range of expressions of intimacy, some of which can continue and some of which are
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inappropriate. Some spouses mentioned this as an unacknowledged area of tension
which is difficult to talk about or resolve. Those who spoke about it conveyed the
difficulty of continuing to care for a husband or wife when sexual intimacy may no
longer be appropriate or wanted by one partner.
Many non-Māori service providers were open to the need to be inclusive of Māori, and
to build networks with marae and Māori services. Some commented that the adversities
of old age are an accepted part of life for Māori and that while whānau care is favoured
it is not always possible.
A time generous restorative model of care in service delivery means the care worker
or health professional is trained to work with an enabling approach. For example, a
health nurse who visits a person at home for showering and hygiene checks supports
the person to do as much as possible themselves rather than doing what is required ‘for’
the person.
Flexibility in service delivery would ensure that a home support worker is mandated to
respond to varied or unexpected needs. This may not be consistent with contracts that
limit care to specified tasks.
Having care workers who are kind and who develop consistent and sustained relationships
with their clients and families is an essential component of beneficial services.
For people who have elected to live in retirement villages, ageing in place may take
place by residents availing themselves of home services or the various on-site facilities
as they are needed, such as dementia day programmes and hospital care.
Future Needs for Home Support Services and Day Programmes
A comprehensive network of purpose built/modified day ‘clubs’ or centres is needed in
both urban and rural areas. Christian social services are well positioned to support the
development of such a network. Adequate funding is needed to ensure that dementia
day programme services are sustainable.
More could be done to build social contacts for family/whānau carers to overcome
loneliness and isolation. One suggestion was to start a carers’ café. Another suggestion
was to offer a service to deliver meals at weekends that would contribute to people
being able to stay at home longer.
Training is pivotal for delivering quality care for people with dementia, and for the
recruitment, retention and career path of care staff. Information about a range of
training resources needs to be well circulated and widely available.
Assessments need to be re-organised as a single point of entry process. Assessments
need to be streamlined and coordinated and care plans communicated so as to be
understood by families.
Development of tikanga Māori home and community dementia services and support
for whānau carers is needed. These services would need to incorporate holistic health
practices with physical, spiritual and cultural safety. Māori designed training and liaison
with whānau, iwi services and Māori institutions are further characteristics that were
identified as necessary for successful for Māori dementia services.
Future Research
Research on dementia day programmes in New Zealand is needed to identify gaps
in access to services. Such a study needs to investigate access to day programmes, the
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level of acceptance of those programmes by older people and their carers as well as
researching the impacts of the programmes for people with dementia and their carers
(e.g. reduced social isolation, improved health).
Social interaction is a priority for older people and, as identified in this study, beneficial
for people with dementia. Further information that includes Māori expectations for
mate wareware services and services for ethnic groups in New Zealand is needed to
evaluate cultural responsiveness in day programmes as part of a package of home-based
services.
Evaluative research is needed for dementia specific home support services to identify
their effectiveness, gaps in services and the role of day programmes as part of community
support. Training needs and funding responsibilities should be identified to provide
a continuum of care across the changing needs of people with dementia and their
carers.
Respite Care
Respite care is required where people with dementia are being supported to live at home
with the support of family/whānau care, home support services and day programmes.
Respite may be during the day or overnight, for one or two days per week or up to five
days per week.
The main beneficiary of respite care is the family/whānau carer. If the carer is the spouse
of the person with dementia, they are also likely to be an older person and managing a
significant physical and psychological burden. The purpose of respite care is to:
•

Ease the burden of care for the carer by providing relief from the caring role.
For a carer at home, respite gives time for other things such as work, shopping,
business and household tasks. For a carer who is in employment, respite may
enable a carer to continue working, at least for the time being;

•

Delay entry of the person with dementia into residential care; and,

•

Provide a person with dementia with programmes providing opportunities
for socialising, stimulation and activities in the context of a kind and positive
attitude.

Every agency manager and informant who contributed to this study noted the lack of
respite care. A Māori priest with a specific responsibility for kaumātua, including those
with dementia, named cases where he had tried every residential and hospital facility
in the region but had been unable to get overnight respite care. A key informant from
the Salvation Army noted that of their 1800 clients with dementia, only 30 get respite
care, on the basis of one day per week or per fortnight.
The shortage of overnight respite care is attributed to pressure on residential services in
general with full occupancy in most homes and long waiting lists. All informants for
the NZCCSS research said that respite care is complex to organise and manage and is
not cost effective for agencies providing respite services.
The Government is already responding to the need for increased respite care and an
increase in funding of $5million per year for four years was announced in the 2009
Budget. The aim of this funding is to increase access to aged residential respite care
as part of supporting carer health and wellbeing and enabling older people to live at
home longer. The Ministry of Health and DHBs are in the process of planning the
implementation of this by January 2010. There is no doubt that this funding goes some
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way to addressing the need for increased respite care. However, it is important that in
the implementation of this funding increase attention is paid to linking the various
types of respite care services and addressing the availability of other forms of respite to
complement aged residential care respite beds.
Other models of respite care that are needed beyond aged residential respite beds
include:
•

Centre-based care such as the day programmes described in this study.

•

Overnight care: A Brotherhood of St Laurence service in Australia provides
overnight care for one or two nights in a community facility and runs from
9pm to 9am. The hours fit in with the day-centre programme which runs
from 9am –3pm and an afternoon-care which runs from 3-9pm. (Holm and
Ziguras 2001:7).

•

In-home care where a support worker visits and stays with the person with
dementia allowing the carer to have a break.

•

Host-home care with regular or occasional day programmes for a small group
in a host or care worker’s home.

An example of ‘Host home’ care provided as hospitality from a person’s home is the
Homeshare programme referred to above. No other examples of Host-home respite care
in New Zealand were identified during this research. The Brotherhood of St Laurence
in Australia (Holm and Ziguras 2001) piloted a host-home respite programme for
people in early to mid stage dementia for whom day-centre programmes might be
unsuitable. The programme was for four to six participants who met once or twice a
week and it ran from 9am to 3.30 pm. In this programme care was provided in the
home of the care-worker, not in a centre or in the home of a person receiving care
(Holm and Ziguras 2001:3).
The home host role was voluntary and involved training of host carers and modifications
to make houses safe and accessible. A cost benefit analysis was undertaken of the
different forms of respite care provided by the Brotherhood of St Laurence. These
include centre-based care, centre-based overnight, evening and weekend care, hosthome care and in-home care. In-home care is the most expensive, with host-home care
costing around three-fifths of in-home care and centre-based care costing around twofifths of in-home care (Holm and Ziguras 2001:22).
Future Needs for Respite Care
•

Respite care needs to be planned, regular, guaranteed and free.

•

There is a need for respite beds in dementia specific units. This would help
facilitate the transition to residential care.

•

Respite care needs to be provided in every community, including residential
respite services that are responsive to Māori culture needs.

•

More innovation in respite care provision is needed such as expanding the
host-home style programmes that are being introduced into New Zealand.
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Young Onset Dementia
The earlier onset of dementia was repeatedly referred to as an issue for future service
planning. We were fortunate to receive a first-hand account of the issues families face
with younger onset dementia. The experiences of a family with an inherited condition
which causes young dementia (fronto-temporal dementia) provided a compelling
insight into the challenges that this family faces.
The family explained the symptoms of antisocial behaviour, wandering and their mother
driving the car long distances such as 80km for a small errand (for a pound of butter)
when there were shops close by! They referred to their mother’s loss of inhibition and
empathy, her fixation and depression and they identified some issues for assistance.
When a microchip bracelet was made available this was described as ‘marvelous’ for
keeping track of wandering. Medication was helpful because of its calming effect.
For another family member, the biggest challenge was finding suitable accommodation
in residential facilities. They had selected the residential facility believing that ‘the main
thing is that they are nice people, it is not a flash environment.’
The home is a secure dementia unit, but Tom in his late 40’s is young and fit and is
able to get out by climbing the high fence. It was humorous to arrive at the address
and see a youngish man climbing over the fence to get back in. He was somewhat
confused to be introduced to someone he did not know but warmed to the company
and interest while demonstrating the symptoms that the family had explained. Tom
was the youngest person amongst twenty older residents with dementia. The most
obvious needs are for appropriate secure dementia facilities for younger people and a
programme of activities to engage people in this situation.
Diagnosis was a major issue for the family until tests revealed a genetic factor. With
a 50/50 chance of carrying the gene they face genetic testing to ascertain whether
other family members may be subject to young onset dementia. They spoke with some
humour of their predicament, of the fear and of the benefits of being able to plan for
the future in terms of financial issues, medical treatment, legal affairs, care plans and
eventually, choice of residence.
The main concerns relating to the young onset of dementia are:
•

Poor skills in medical diagnosis;

•

The financial implications for younger people with dementia. Having to leave
employment at a young age (under 65) brings issues of debt and mortgage
management, lack of access to superannuation and a partner’s employment
being in jeopardy because of their caregiving responsibilities;

•

Relationship challenges such as having teenage children and relationship
breakdown; and

•

Systems for the support of older people with dementia do not always
correspond with the needs of younger people with dementia.

Future Needs for Young Onset Dementia
•

45

CHAPTER 6

There needs to be improvement in the diagnosis of dementia including young
onset dementia by including dementia in all professional medical and health
training.

HOME SUPPORT SERVICES FOR PEOPLE WITH DEMENTIA

•

Policies across all DHB’s are needed to provide services for under 65 year olds
with dementia.

•

Secure residential facilities are needed that cater for and provide activities to
engage young, fit people.

•

Support for carers needs to increase, including respite care for young people
with dementia.

Many issues raised in this chapter carry over into the discussion of residential care in
the next chapter. Issues such as the continuing and changing role of carers, risks of
isolation, importance of information, importance of staff training and tangata whenua/
Māori world views are pertinent to residential care. Young onset of dementia requires
facilities specifically for younger people. The next chapter on residential facilities is
oriented mainly to people aged over sixty five.
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CHAPTER

RESIDENTIAL DEMENTIA SERVICES

7
Residential Facilities
Providers of general aged residential care mentioned that significant proportions of
their residents have some level of dementia (from 50% to 75%), a proportion which
is also identified in Dementia in New Zealand: improving quality in residential care
(Ministry of Health 2002:4). It is difficult for staff to respond adequately to the needs
of such residents, a point raised by informants and referred to in the Ministry of Health
Guidelines for the Support and Management of People with Dementia (1997:1, 10).
For people who need residential care, those in early stages of dementia are better off in
general residential care. For people in the middle and later stages of dementia where
wandering and other forms of behavior change become a challenge, they are best
provided for in dementia specific units. Such units provide specialised care and secure
facilities with dementia specific trained staff. In later stages of dementia hospital level
care may be needed.
Senior medical and social work practitioners referred to the importance of residential
care and the need for developing this form of provision. Some regret was expressed
that the trend for church agencies to exit aged residential care in order to tailor their
programmes to home and community support might continue. Church based agencies
are seen as important because they are identified with qualities such as care, compassion
and spirituality. A health professional observed that people with dementia become
isolated and depressed very quickly in residential homes and hospitals where these
values may not be integrated into care and where there is a poor knowledge base for
recognising and managing dementia.
The transition to residential care is often associated with severe agitation and confusion.
The need for residential care arises when the risks involved in continuing to live alone
(e.g. falls, security, fires, wandering or neglect) are assessed as too high or through the
carer being no longer able to continue caring for the person at home. Supporting families
and whānau in the transition is best achieved through transitional visits, information to
carers and advice about ongoing involvement in care within the residential facility (see
Ministry of Health 2002a:23ff).
Dementia specific facilities for all levels of care, from moderate to severe dementia, are
a priority for residential care. Some dementia hospitals have moved their level of care
from severe to moderate because of the high costs of more intensive care. One informant
suggested that small residential facilities and hospitals are not financially viable and a
minimum of 20 beds is necessary to cover costs. Although there are varying views about
capacity levels for nursing care, this informant said it is possible for a registered nurse to
look after twenty patients. This may vary according to the availability of support staff
and the specific care needs of the residents.
Residents may return to the use of their first language and lose the ability to speak
English as cognitive impairment progresses. With high numbers of immigrant staff it is
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possible that some staff will know the language of such residents. Some services record
the language capabilities of staff so that these can be matched with resident needs. In
one dementia home a woman returned to her Korean language. There were no Korean
speakers amongst the staff but a senior caregiver gave special attention to bringing
his hands together and bowing to greet her. Her family was amazed at her happiness,
which they attributed to this gesture of cultural respect.
Mäori and Residential Facilities
The strong orientation of Māori towards whānau care is driven by distrust of institutions
as being unsafe for Māori. The historical experience of mental health institutions like
Tokonui and Carrington were cited as symbolic of the mistreatment of Māori in
institutions.
Nevertheless, mate wareware (or dementia related illnesses) with symptoms of
incontinence, inability to manage self care and the onset of aggressive behaviour
can precipitate consideration of residential care. Even though these behaviours can
be managed at home through support services, the burden and stress on whānau
care-givers, who may be elderly themselves, means that residential care may become
necessary. Participants in this study who have been directly involved in the transfer
of whānau members to residential care spoke of their distress when they found that
the care in residential facilities did not correspond to the care given by whānau, an
experience which may well be shared by others. Māori specific residential facilities are
needed, in consultation with rūnunga and Māori health services.
Culturally Based Units
Culturally specific services for different ethnic groups present opportunities for
development of residential services. The development of culturally specific ‘wings’
within residential care settings has been identified as a way to meet cultural needs for
food, spiritual ministry and nursing care. Some of the larger providers of residential
care are already considering ways that they can respond to this need.
Dementia Care Staff
Most managers of residential care facilities who participated in this study set a high
priority on training and the challenge of recruiting staff. Recruitment, retention and
training are clearly primary challenges for the delivery of quality services. A study of
residential care workers and residents in New Zealand by Liz Kiata, Ngaire Kerse and
Robyn Dixon identified staff turnover being as high as 43% over two years (2005:78).
The Kiata et al study also documents the ethnic diversity of the workforce. Information
on ethnic diversity given by NZCCSS member agencies referred to this issue and
noted that applicants from overseas who are trained nurses have to undertake courses
to gain New Zealand credentials. Where overseas training is not recognised, staff
may not receive work designations and pay rates commensurate with their skills. It
was noted that English language qualifications are often the most difficult to obtain.
Training in New Zealand Qualifications Authority (NZQA) recognised dementia unit
standards is compulsory for employment in dementia specific care. Managers spoke
about international recruitment of care workers such as Pacific, Filipino and Indian
staff members. As part of the recruitment package to attract applicants, agencies often
provide support with training and accommodation arrangements for immigrant careworkers.
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Tensions may arise between staff from different cultures with different work patterns
and approaches. It is also suggested that intercultural tensions may arise between
residents and care workers, where care workers are from different ethnic backgrounds
to that of the residents (Kiata et al 2005:8; Kiata and Kerse 2004). Training in cultural
safety and working with respect for cultural differences, as well as support for flexibility
in caring for people with dementia, are important for improving staff satisfaction and
providing beneficial care. Pacific staff members were referred to as being highly valued
for their capacity to be flexible and responsive.
One senior Pacific care worker in a residential home spoke of the special communication
he has with older people with dementia. He considered this came from being brought
up by his grandparents in a traditional way in his home country. He accompanied his
grandparents whilst traveling and learned to attend to their needs and requirements
in different settings. One study of the residential workforce particularly highlighted
the role of Pacific people in residential care in New Zealand and workforce issues for
Pasifika workers (Kiata et al 2005).
Staff-patient ratios for the care of people with dementia are not set by the Ministry of
Health. Although each residential facility has their own management system, a typical
staff profile could include registered nurses, occupational therapists, care workers,
physiotherapists, falls prevention workers, counsellors, chaplains and often volunteers
(for example, to accompany a patient to an appointment).
Staff working in dementia care need to be supported in the management of challenging
behaviour. One model of support is to have a staff room for ‘time out’ where staff can
go for relief from the intensity of patient aggression.
Some dementia units face complaints from families about the care given by staff to family
members with dementia. While managers know the importance of being attentive to
complaints, they are not always an issue of staff competence. A number of managers
interviewed for this study took the view that complaints can be grief displaced as anger
with projection of the problems that families experience onto the staff. The managers
who discussed this said that families often have a poor understanding of dementia and
become upset by the challenging symptoms of their family member. Education for
families about dementia through support groups is one way to manage this issue and
to support families. Complaints, if unjustified, can be demoralising to staff. A facility
manager referred to the series of complaints that had been taken to the Health and
Disability Commissioner. This ultimately led to a series of resignations of experienced
and dedicated senior staff members.
Beneficial Programmes in Residential Facilities
Respondents in this study identified a number of optimal practice aspects:
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•

Activities and resources which remind residents of normal life such as gardens,
washing lines and access to a kitchen with safety features.

•

Activity programmes for residents, especially in the early evening, have
a significant positive effect in alleviating ‘sundowning’, the challenging
behaviour characteristic of late afternoon to early evening.

•

Staff and carers knowing people’s history fosters respect for continuity of
identity in the face of memory loss, and contributes to strategies for managing
challenging behaviour. Becoming informed about family history improves
communication with family members.
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•

Doll therapy and music therapy are useful for calming and create interest for
people with dementia.

•

Activities such as hosting social functions are beneficial for families of
residents.

•

Creating the opportunity for bringing families together leads to the formation
of mutual support groups.

Key Issues for Residential Care
Key informants identified the need for a regular pharmacy review for the management
of medications for people with dementia. The challenges of the medical management
of co-morbilities mean that the interaction of medications can have unpredicted
effects and must be monitored and prescriptions re-evaluated. The Liverpool Pathway
for palliative care provides information on medication with guidance for end of life
dementia care.
Changes in living and care arrangements cause anxiety, agitation and confusion. This is
particularly noted in the transition from residential care to hospital level care and needs
to be managed with skill. Professional staff such as counsellors and chaplains have an
important role in working with family members to support them in changes to care
that are needed and in the changing roles of family care-givers.
Dementia specific units facilitate flexibility in responding to needs. Conventional
institutional structures do not sit well with the needs of dementia patients. Optimal
care is responsive and flexible.
All participants spoke of the small numbers of Māori in residential facilities. Residential
homes identified a number of different ethnicities amongst residents, including Indian,
Chinese, Korean and Greek people. Some have developed strong relationships with
ethnic communities in their areas. Cultural responsiveness through ethnic activities
and some provision of ethnic food are ways of expressing cultural sensitivity.
Future Needs for Residential care:
•

Optimal provision for dementia specific residential facilities calls for:
•

Secure indoor and outdoor space

•

Large outdoor space

•

Staff trained specifically in dementia care

•

Units within residential homes for larger ethnic populations need to be
developed. Indian communities have specifically raised this issue so that
preferences for food, for spiritual observance and for cultural protocols
around caregiving can be provided for.

•

An even coverage of residential facilities including smaller facilities in more
sparsely populated areas to ensure accessibility to family and whānau.

•

Provision for the availability of residential respite care is a priority

Future Needs for Mäori Specific Residential Facilities
•

Consultation with Māori needs to be undertaken for the development of
tikanga based residential services.
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•

Māori facilities require tikanga Māori management of dementia which
incorporates holistic health practices, physical, spiritual and cultural safety.

•

Māori designed training, liaison with whānau, iwi services and Māori
institutions are needed for Māori dementia care facilities.

A number of themes relevant to service delivery emerge through all levels and styles of
services. These include workforce training, contractual arrangements and co-ordination
of services. These themes are the focus of the next chapter.
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8
Leadership, innovation and creativity in developing responses to dementia can be seen
in services introduced by Christian social services and other non-government agencies.
In anticipating future needs for dementia services these signify the shape of things to
come and areas for further development.
The diagram in Chapter Two captures both the cross-sectoral aspects and service
delivery aspects that flow into the continuum of dementia care and support that
has been the subject of the preceding chapters. Leadership of the sector in service
development emerges as a key theme to conclude this report. This means how the
sector is lead at a national level, the leadership role of the Christian social services
in shaping services to meet future needs and also the leadership role that individual
agencies take in responding to challenges. Responses include developing holistic forms
of care, engaging with their communities, retaining and developing their staff and
responding to tangata whenua and cultural diversity issues.
Beyond the leadership challenge our project has shown the need to build on our
strengths in the sector. Future services need to be developed that have a focus on
workforce development in dementia care across the whole continuum of services,
care and support coordination that really does the best that is possible with available
resources and, finally, housing options that offer alternatives to residential care.
National Dementia Strategy
At a government level, leadership is needed in designing a framework for integrated
services, applying core principles across relevant aspects of health, welfare and housing
and with funding systems to correspond with integrated services. A process for an
overarching plan that could lead to cross-party political consensus would provide for
stability in the strategy and make it less susceptible to political change.
The present lack of an overarching plan for dementia services and the separation of
funding from service delivery were identified by informants as key areas for attention
(Croucher, 2009, Schofield 2009). Australia and the United Kingdom made dementia
a health priority in 2005 and 2008 respectively (Ministry for Ageing 2005, Evans et
al 2008) and there is a movement towards this in Europe (Alzheimer Europe 2006).
Alzheimers New Zealand is calling for the development of a national dementia strategy
that includes five key areas: improving diagnosis, providing appropriate services,
support for people with dementia and their carers, workforce development and more
research and evaluation (Alzheimers 2008).
It should be a priority to ensure that an environment that fosters innovation and
leadership (already evident in communities, marae, wananga, NGO’s and ethnic
groups) is created with an enabling policy environment for service development.
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Compulsory National Standards
There is a need for consistently applied home support standards across DHBs. At
present home support contracts and audit and compliance requirements vary across
DHBs. One of the outcomes looked to from the current Dementia and Mental Health
of Older People Project is for a stronger and more consistently applied set of guidelines
and standards for dementia services across the country that will help to create greater
coherence and collaboration.
Areas where consistency is required across DHB policy development include:
•

Consistency of data collection requirements and systems across DHBs

•

Provision for long term planning through long term funding estimates. The
one year time-frame for DHB planning has been identified as a significant
barrier to service development. Long term strategies can only be developed
with longer term funding estimates.

•

A flexible purchasing model for home based support needs to be a feature of
contracts for dementia services. Some providers cited innovative contractual
agreements with DHBs, in particular an arrangement for services with a
guarantee of funding for certain hours, but with services which are responsive
to client and family/whānau needs (rather than services defined by contractual
criteria). A benefit of this is guaranteed hours of work for staff.

There has been a great deal of standards development work in recent years. The general
Health and Disability Sector Standards (HDSS) introduced in 2001 and updated in
2008 set a baseline of standards for publicly funded health and disability services. Their
application under the law is restricted to hospitals, rest homes and residential care
providers with more than five residents.
In 2002 the Ministry of Health published a paper Dementia in New Zealand: improving
standards in residential care (Ministry of Health 2002a) that identified the priority of
working in partnership with families of people with dementia. This was followed in
2004 by a Guideline for Specialist Health Services for Older People (Ministry of Health
2004) that includes dementia and other mental health services. Specific standards were
developed by the sector and resulting in three publications being issued by Standards
New Zealand: Indicators for Safe Aged Care and Dementia Care for Consumers (2005), a
Proposed Audit Workbook and Guidance for Residential Services for People with Dementia
(2005) and Best Practice Guidance for Community Services for People with Dementia and
Proposed Audit Workbook (2006). None of these guidelines are mandatory. Individual
DHBs may choose to incorporate compliance with such guidelines into the contracts
with service providers but this is not consistent across all DHBs.
Health Services Systems
The separation of funders and providers is one of the characteristics of the structure of
the health and disability support system in New Zealand. Responsibility for national
planning and funding is with the Ministry of Health but DHBs are delegated many
funding roles through population-based funding. The Ministry and DHBs then contract
for the delivery of services to a range of provider organisations both from the NGO
and private sector. Some health professionals identified the funder-provider split as
generating competition and poor co-ordination and inhibiting the flow of information
and feedback on services between funders and providers. A sign of overcoming this
split may be seen in the Canterbury DHB pilot for SupportLink. The manager of the
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provider service who negotiated with the DHB spoke of the ongoing dialogue with
the DHB funder leading to a negotiated service plan, with agreements for reporting
between the provider and the funding and planning arm of the DHB.
The United Kingdom is moving away from the separation of funders from providers.
Through the Community Care Act 1990, the social service departments became
purchasers and providers of care, giving social service departments control over their
budgets (Ryan et al 2008:2). A system of holistic assessments was introduced (replacing
separate assessments for different services). Managers could decide on care packages
tailored to individual needs. Care packages involve social workers, health workers and
family in decisions about services such as home support, day and respite services.
Leadership by Christian Social Services
Quality Services: Family/whänau centred care and spirituality
Family/whānau centred care has evolved from a focus on person-centred care and is an
example of creative interpretation in the New Zealand context. Widely recognised Māori
models of care in public health and social services represent multidimensional holistic
approaches to health and provide a guide to navigate the way ahead for health services.
These concepts have much in common with approaches that integrate spirituality in
services for older people and dementia care.
Family/whānau centred care, tangata whenua/Māori approaches to health services and
spirituality, all with a theme of holistic care, have much to contribute in assessing
future service needs in Aotearoa-New Zealand and beyond.
Sector Leadership by resourcing new services
The ageing population is already impacting on service development. A key informant
for this research reported a doubling of the placements for day programmes in the
six months between December 2008 and May 2009. While every agency surveyed
identified the need for funds as the core challenge in the face of increasing demand,
there is abundant evidence of organisational leadership and innovative service
development. While some Christian social services have a degree of financial freedom
to create services, or have resources and assets such as land which can be the basis for
service development, these initiatives may be constrained or prevented by a lack of
funds. There are a number of agencies and Māori organisations which said they would
contribute land but are seeking funds or investment partnerships for the development
of service facilities.
There may be a tension between the growing emphasis on quality care and pressures
for economic efficiency and diminishing financial resources of DHB’s. Pressures for
accountability in the allocation of public funds mean a greater focus on outcomes
and evidence based practice. This can be seen in research undertaken on the effects
of multidisciplinary interventions with people with dementia and caregivers (such
as Ryan 2008; Brodaty 2003; Belle et al 2006) These seek to quantify decreases in
the morbidities associated with dementia, such as depression, injury, delirium, and to
measure delay of entry into residential care.
Quality care requires services with flexibility in their approach to service delivery, careful
monitoring of needs, warmth and kindness on the part of care workers, staff with
appropriate qualifications, activities which maintain skills for people with dementia
and services targeted to needs (Homs and Zigurat 2001). A challenge for leadership is
to resource quality services within funding constraints.
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Community Engagement: Signposts for future responses
Future service responses need to move beyond a purely economic analysis of costs and
benefits, or a soley health focus. New Zealand will meet future needs best when our
responses take a community development approach. Māori leadership in respect of
an ageing population is instructive for the sector generally. Rather than focus on the
economic costs of health services a te Ao Māori view regards ill health as the loss of
potential for Māori to contribute positively to whānau, hapū and iwi and to society
generally (Durie:2003).
Investment in whānau development with opportunities for ‘cultural endorsement’
in social institutions is the main safeguard to allow future generations of Māori to
carry forward whānau responsibilities. One goal for the whānau development agenda
is to have at least one kai mahi, (community development worker) for every marae in
the country and one community development worker for every community of three
thousand (Durie 2003, 1999:153). Such a goal may well be the best case scenario for
dementia care for the whole population.
In such a community development approach community and marae workers would
be mandated to foster elder participation, including those with dementia for as long as
possible, with an enabling care focus. This would shift the focus from case management
to community engagement, mobilising a team wider than simply the health workforce.
The HomeShare initiative in New Zealand and the HostHome programme in Australia
are cases in point where community resources, such as private houses can be shared
for the support of older people and those with dementia. The parish programme for
the care of the elderly and people with dementia similarly is catalysing the mission of
churches to be socially engaged.
As Mason Durie suggests, health is a far wider concept than the provision of health
services. In addressing the needs for Māori and anticipating the need for responses
to an ageing Māori population, his thinking spans education, participation in the
economy and the constitutional position of Māori. Durie’s thinking is characteristic of
other Māori leaders, such as Māori Marsden (2003) and other advocates for integrated
governance, such as Morgan Williams (2002), in pointing to the imperative of cross
sector strategies to address issues of health and ageing as well as other areas of concern
such as social policy, education and environmental wellbeing.
The theme of positive participation in all aspects of economic, social and political
life in New Zealand has implications for health and for dementia care. The theme of
participation is an important one generally, as well as for considerations of dementia.
There have been several references to isolation of older people throughout this report
– the danger and risks of isolation for people with dementia, the association of isolation
with depression, and even the suggestion that depression and isolation can be associated
with precipitating dementia. A possible area for further research into the delay or
prevention of dementia is to examine the relationship between social disadvantage and
the onset of some forms of dementia.
Leadership in Social Service Agencies
Leaders have responsibilities for ensuring funds to provide services, for managing the
allocation of funds, accountability for expenditure, managing staff and for the delivery
of services. While the fiscal and human resource challenges may demand a focus on
outcome measures, the achievement of quality services rests very largely on health care
worker job satisfaction (Roberts et al 2008: 459). Job satisfaction in turn comes from
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training and professional development and support for staff initiatives in delivering
person and family/whānau centred care. The achievement of staff satisfaction and
creativity are in no small measure related to the way organisations are led.
Agency leadership: recruitment, retention and workforce development
Leadership style is key to achieving staff satisfaction and staff retention through setting
standards of excellence and creating a participatory organisational style. A vision which
the staff share, contribute to, and are engaged in, with a strategic plan to achieve
excellence and long term results, are evidence of inspirational leadership. Credibility,
collaboration and competence are the three criteria, the three ‘C’s of leadership, which
denote a communicative style, commitment to the organisation and personal integrity.
These motivate staff to contribute to quality care. Tonya Roberts et al expand on the
personal attributes of great leadership, noting that this not only entails modesty and
determination but ambition for the organisation and crediting care workers with
success (2008:460).
Recruitment and training is clearly a primary challenge for the delivery of quality
services. In many cases, applicants from overseas are trained nurses but have to
undertake courses to gain New Zealand credentials. Where training is not recognised,
staff may not receive work designations and pay rates commensurate with their skills. It
was noted that English language qualifications are often the most difficult to obtain.
The care of people with dementia poses workforce challenges and opportunities. There
are opportunities for part time and flexible work hours, which may be attractive to
mothers of young children. Providing training is an incentive for staff recruitment,
leading to increased psychological wellbeing which in turn is expected to have a positive
impact on people with dementia.
There are many dimensions to empowering staff. Incentives for professional development
need to be matched with opportunities and support for the implementation of new
skills. There needs to be a culture of trust and affirmation of quality care in the face of
the challenges of dementia care. The challenging behaviour of people with dementia
means that the job satisfaction through patient feedback cannot be assumed. Quality
care may be acknowledged explicitly by families. However, the stigma and negative
attitudes to dementia and the intense pressures that families undergo can mean that
they may not express appreciation and that this has to come from agency leaders.
Key informants for this study were unanimous in verifying the importance of training
to support staff in the specialist skills required for dementia care. Agencies surveyed
have strong commitments to training and most are using the nationally recognised and
NZQA certified training available through the sector Industry Training Organisation
(ITO) Careerforce and training providers such as HealthEd Trust and its Aged Care
Education (ACE) programme. Although the Tertiary Education Commission subsidises
NZQA training costs through the ITO, agencies or individuals still have to pay the
course fees (e.g. $80 per person for a palliative care course and $150 for a dementia
certificate) and cover other training costs such as the time needed to take part in the
training. There is no funding from DHBs for training, even though, for example, the
Aged Residential Care Contract requires that all care workers employed in dementia
units must have completed or be working towards completion of the four NZQA unit
standards on dementia care.
Areas of training identified as priorities are care for the most advanced level of dementia
and management of aggression, to support the person with dementia and to protect
care-workers from injury. Some agencies provide salary incentives for training.
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Agency leadership: responding to cultural diversity
International recruitment of dementia care staff produces further challenges for
management. Incentives used by agencies include a scholarship system, airfare and
accommodation payments with a bond for one or two years. Agencies importing staff
support them locally by linking them with their ethnic communities.
Managing relationships across the diversity of staff was identified as an area in which
health leaders may not be trained. Effective leadership means creating opportunities for
shared understanding of the values of the organisation and expectations of providing
quality care. There must be processes for developing respect for different cultural
traditions and sensitivity to the needs of immigrant staff. The varying ability levels of
staff can be partially met by training opportunities.
Agency leadership: tangata whenua/Mäori and te Tiriti o Waitangi
Most Christian social service providers have policies for working with Māori and for
engaging with Māori organisations. Leadership means support for staff to be responsive
to Māori and to engage with Treaty policies. In one community the social service
agency is building a relationship with the local marae and employing a Māori staff
member from the marae to specifically work with Māori. In another, all staff members
participate in Treaty training and in sessions with kaumātua, to build understandings of
tikanga, local iwi health strategies and Māori models of care. The Selwyn Foundation’s
programme of resourcing a regional network of Māori priests to work with older people
in Māori communities facilitates links with community services.
New models for workforce development
A model of case-based training for residential care, called Walking in Another’s Shoes:
Steps Towards Positive Wellbeing in Dementia Care is being piloted by Canterbury DHB
in support of its Healthy Ageing Integrated Support Strategy 2004. It is intended to
complement that of other training providers. This model incorporates a number of
innovations such as experiential learning and an approach to case management aimed
at supporting older people ‘to regain health and maintain their quality of life, offering
the opportunity to live safely in their community’ (CDHB 2008). A scenario setting
process with role play techniques is used for increasing empathy and understanding
from staff working with people with dementia.
Over a six month period caregivers enrolled in the programme are provided with
monthly workshops in skill development such as interpersonal communication, deescalation techniques, reflective practice, as well as modules such as clinical presentations
of dementia, medical management, assessment and Māori health.
Ongoing support from a dementia educator is provided in workplace settings. An
example of improved management and skills comes from a case study where a client was
aggressive during personal care, requiring three staff. The dementia educator proposed
that the client may be reacting to issues of privacy. A number of modifications were
made such as:
explaining procedures to the client, avoiding discussions between staff unrelated
to the client, providing reassurance and giving a towel to the client to cover
herself when undressed. She also focused in ensuring the environment was warm
and clutter free to reduce distractions. Following this input there was a significant
change to the client’s behaviour with the number of staff reducing from 3 to 1
when showering (CDHB 2008:15).
57

CHAPTER 8

LEADERSHIP IN DEMENTIA SERVICES

One issue is to create correspondence between the skills acquired in a programme and
the culture of care practice in residential settings. Staff retention is a key indicator
of effectiveness but narrative accounts are the main guide. These indicate increased
sensitivity and openness, with new and effective skills for managing dementia and a
renewed passion for the work.
Another programme of carer training in Australia is for family/whānau carers. This
is a ten day intensive residential course (Brodaty 2004) which has been running for
eight years and has been evaluated. The overall findings confirmed the effectiveness
of caregiver training in delaying entry to residential care and there were indications of
reduced psychological morbidity, improved quality of life for the person with dementia
and substantial savings in care costs.
Informants for the NZCCSS study referred to the ‘Spark of Life’ training programme
which has been developed in Australia to complement person-centred care by focusing
on emotional wellbeing and the ‘spark’ of the human spirit. Some member agencies are
introducing this in staff training. It is valued because of its proactive support, adopting
a restorative model of care with an emphasis on an organisational culture to ‘enable
everyone to think, be, and act in a way that ignites the human spirit’ (Insite 2009:3).
Care and Support Service Co-ordination and Collaboration
Co-ordination of services has been a consistent theme throughout this study. The
evidence gathered shows that such co-ordination needs to go beyond collaboration
across public health providers. It needs to include community leaders, including Māori
leaders, to develop responsive services in institutional and community settings.
While it is the responsibility of DHB’s to co-ordinate services, co-ordination of
dementia services is poorly developed and is a priority area for quality service delivery.
A co-ordination initiative is Elder Care Canterbury which is hosted and supported by
the DHB to contribute to the integration of health services for the wellbeing of older
people. This network brings together a comprehensive range of agencies and interest
groups in the care of older people generally, and includes services for dementia. At
a meeting that was attended by the NZCCSS researcher, the following agencies and
groups were represented: day programmes for dementia, DHB needs assessment and
contractual teams, Nurse Maude, Senior Citizens, hospitals including dementia specific
units, services managers, nurses and Māori working in liaison with local marae.
The Elder Care Canterbury gathering showed how simple information sharing is
beneficial for updating local, regional and national issues in care. For example, at the
meeting the DHB provided an update on purchasing services and on a restorative
care project and agencies gave information on new initiatives and identified needs.
Within the group it was possible to find some solutions for issues and plans were made
for agencies to work together on areas of common interest. Information was given to
the group about services relevant to dementia such as a continence clinic. The Māori
Support Worker mentioned seeing more Māori clients with dementia and a marae
programme for kaumātua.
Approaches to care and support coordination in services for older people are too
narrowly focused. An example from the Elder Care Canterbury project is that those
involved in the daily decision making about how health and social services are applied
need to establish comprehensive structures. Elder Care Canterbury is an example of
helping to direct planning and give feedback on the effectiveness and continuing gaps
in services.
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Housing Options for People with Dementia
Housing is a further theme that has recurred throughout this project. Housing is central
to health and wellbeing and is increasingly recognised as a matter for collaborative
policy across sectors to achieve health and social policy goals (Evans et al 2008). The
ageing in place direction for policy and service initiatives makes attention to housing
a foremost concern. Yet older people living with dementia at present have very few
options about their living situation and this needs to change.
The development of supported housing with care specifically built for people with
dementia has not occurred in New Zealand. Poor understanding of dementia and the
needs associated with care are likely to be barriers to shared housing initiatives.
Sheltered housing was developed in the United Kingdom to meet the needs of active
elderly people and then support was introduced to meet the needs of residents as
they became frail. ‘Extra care’ sheltered housing then developed with the emphasis
on alternatives to institutional care. The supports available for home and community
services would add to the resources for shared housing. Extra care housing is likely
to enhance interaction with communities. Studies show that people living in extra
care housing complexes receive ‘considerable and vital support from families’ (Evans
et al 2008:322). The village co-operative model in Sweden, reported on by Johansson
(2008) is another source of ideas for housing.
Co-operatives for supported accommodation in Sweden incorporate the idea that older
people who are well will share the responsibility of caring for those who are in need of
support. Co-operative centres are linked to social activities such as youth hostels and
providing school lunches. One eldercare co-operative has eighteen members made up
of residents, workers and villagers and the local municipality funds 3.5 personal care
positions. This example has some analogies with a community development model
proposed by Mason Durie. It is indicative of the kind of innovation, particularly
involving housing, that has not yet been undertaken in this country for dementia
care.
The challenges of care for people with dementia as it progresses mean that research
is needed to investigate the possibilities of ‘extra care’ and co-operative housing in
New Zealand. An avenue for exploration is the Housing New Zealand Corporation
(HNZC) Housing Innovation Fund (HIF) established by the previous Government.
In the 2009 budget the National Government committed to continuing this fund with
$20 million in capital funding for council and community group housing initiatives,
including $5 million set aside to support Māori housing. HIF funding applies to all
areas of community housing and is not specifically focused on supported living models
of housing and in previous years has been massively over-subscribed. New criteria
have also been introduced by HNZC to guide allocation of the funding, so there are
obstacles to accessing the funding for dementia supported living but Christian social
service agencies are well-positioned to develop funding proposals that could meet those
criteria.
Supported independent accommodation (Reid 2008), or housing with care, provides an
intermediate stage between community and residential care and offers an opportunity to
integrate older people and those with dementia into community life. Sheltered housing
which provides extra care for people with dementia, and which facilitates interaction
between residents and community activities and events, may address the concerns of
key informants who were concerned about ghettoising older people by cutting them
off from social interaction.
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Opportunities for intergenerational relationships can be facilitated in supported housing
which is integrated into community activities. An example would be community
development programmes which facilitate intergenerational activities of mutual benefit
and support, such as the idea of older people, including those with early stages of
dementia, sharing stories with the young (as was proposed in one community) and
older people preparing school lunches. This would provide opportunities for ‘face-toface’ relationships with neighbours that would help older people living with frailty and
dementia, giving an expression to the ‘cup of water’ analogy. Such gestures of aroha
and care keep alive mana and dignity for older people and some continuity with their
earlier lives.
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CHAPTER

9

FINDINGS AND RECOMMENDATIONS FOR FUTURE
NEEDS

1. Quality Care: Relational, Restorative, Spiritual and Holistic
Flexibility and kindness are key attributes of effective dementia care because the needs
of dementia patients do not fit with routines, time restrictions, space limits and the
norms of day and night. Effective dementia care includes:
•

holistic practice,

•

comprehensive integrated services that include training and education for
carers, timely assessment and support services by inter-disciplinary teams,
and services tailored to family needs,

•

services able to facilitate relationships between the person with dementia,
home carers and care workers and residential carers to support co-ordination
and information sharing,

•

providers of dementia care services proactively developing relationships with
marae, iwi services, kaumātua groups and urban Māori services to share
information and resources and become informed of tangata whenua/Māori
aspirations and needs for mate wareware care.

Quality care requires recognition of spirituality as a ‘value-added’ component to
dementia care, with the inestimable contributions of kindness, compassion and aroha.
The mission of Christian social services means that spirituality can be cultivated and
expressed, with patience, love and manaaki supporting the dignity of people with
dementia.
Spirituality can sustain family and whānau carers and care workers in supporting people
in the journey of dementia which is marked by ongoing loss and grief. Transcendent
dimensions of life and tangata whenua Māori world views suggest that the value of
life is not diminished by dementia, and that there is continuity with all that has gone
before and will continue for all people.
In Christian social services support for the spiritual needs of people with dementia and
their family and whānau carers is often provided through chaplains, kaumātua and
Māori spiritual leaders and needs to be seen as a core part of dementia services.
A restorative service philosophy, rather than a ‘care-for’ approach, significantly assists
people with dementia to maintain skills of self care and independent or interdependent
living. Caregiver training in restorative enabling care helps people with dementia to
maintain capacity, skills and independence.
Family and whānau carers play a vital role in enabling people with dementia to live
at home. Caring for a person with dementia imposes a significant burden on carers
which is likely to include psychological, emotional, social and financial dimensions.
The stress placed on home carers and lack of availability of home support are major
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predictors of early admission to residential care. It is for this reason that optimum
community services need to be developed to meet the needs of carers as well as those
with dementia.
RECOMMENDATION
•

Spirituality and relational values be provided in training for dementia care and
that chaplaincy, kaumātua support and other spiritual leadership is provided
as a core part of dementia services.

•

Enabling care practices need to be prioritised in training to build capacity for
a restorative model of dementia services.

2. Innovation and Community Development
A community development approach to dementia services helps to overcome isolation
of families, whānau and people with dementia. Better integration with community
organisations and resources would improve family and whānau participation in
communities. Ideas to support community development practice include:
•

working with ‘social capital’ to draw on human resources of solidarity, good
will and support in communities,

•

placing care workers in every community of three to four thousand people
and in every functioning marae would help to integrate dementia care into
communities,

•

working with community development principles in initiatives for extra care
housing or supported independent living.

Services designed for an integrated community development model would take a
systems approach, incorporating housing, social and health needs and promoting social
participation for as long as possible. Community development needs to be actively
facilitated through trained workers.
RECOMMENDATION
That a community development approach to dementia care be promoted by community
organisations and government agencies in future service development. The focus needs
to be on engagement with community organisations and community resources. Such
an approach could include supporting extra care housing initiatives, integrating such
housing into communities and fostering intergenerational participation.
3. Home and Community Support Services
Home support services, delivered in a well coordinated manner must be facilitated
through adequate funds and trained care workers. The development of dementiaspecific home support services by the Canterbury DHB is an exciting new innovation
that could increase the number of older people with dementia who are able to continue
living in the community for longer.
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Services that overcome the isolation of people with dementia are vital to delaying entry
into residential care. Day programmes are an example of how people with dementia/
mate wareware have the opportunity to continue interacting with others, maintain
skills and participate in activities.
Family/whānau carers are susceptible to isolation, depression, injury and other ailments
from the intense and long term pressures of care for family and whānau members with
dementia. Support for carers in the form of respite care, support groups and adequate
home support are essential for sustaining family/whānau carers.
RECOMMENDATION
DHBs and social service organisations collaborate to develop dementia specific home
support services in their regions.
4. Respite care
A consistent message across all service areas is that expanded provision of respite care
is urgently required. The Government has this year committed to investing an extra
$5million in aged residential care respite services. Details of how this extra spending
will be allocated are not yet available but will include making additional dedicated
respite care beds available in all DHBs.
Consistent with findings across other areas of this report, NZCCSS believes residential
respite care needs to be considered alongside day respite and overnight stays and these
areas also need increased government funding. Respite care needs to be planned, regular,
guaranteed and free.
RECOMMENDATION
Increased provision of respite care through both day programmes and overnight
services is urgently needed with adequate Government funding to ensure sufficient
and equitable distribution of all types of respite services across the country.
5. Dementia Specific Aged Residential Care Units
Study participants consistently referred to the need for more dementia specific aged
residential care units. While recognising that it is generally better for people with mild
to moderate dementia to remain integrated into lower level aged residential care (e.g.
rest home), it is important that timely access to higher level care is available when the
needs of the person with dementia increase.
Provisions for younger onset dementia (under the age of 65)
DHB’s provide for home support and health services for younger people with dementia
under the ‘Older Persons Health’ category or equivalent. This means that they are often
inappropriately accommodated in aged residential care facilities. Although the actual
number of people under 65 is small it is still important that their distinctive needs be
recognised through the funding and provision of age appropriate services.
Currently the cultural needs of Māori and the needs of other cultures are not
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adequately met in aged residential care. The number of Māori and members of other
ethnic communities in aged residential care are relatively small but this will change
significantly in the next 20 years and services need to plan for this change.
RECOMMENDATION
More dementia specific residential care services are needed in various forms,
including:
•

Dementia specific secure residential units

•

Dementia units for younger onset dementia

•

Tikanga Māori residential facilities

•

Culturally specific units within residential facilities

6. Supported Living Options
Creative approaches to group housing and supported living for older people with
dementia are needed, including cluster and extra care housing. In the course of this
project no specific housing initiatives were identified that were aimed at supporting
people with dementia to live independently.
There is potential for government partnerships with NGO’s, churches and iwi. In some
situations these providers have resources such as land which might be contributed and
matched by government funds.
RECOMMENDATION
There is an urgent need for investment in supported housing options for people with
dementia that can help them to remain independent for longer, increase their quality
of life and reduce the need for more expensive forms of care.
7. Future Funding Models
Funding was consistently identified as the major resource required for service, and
current lack of funds as a barrier to further innovation. Day programmes are underfunded and as a result Christian social service agencies often have to subsidise these
programmes out of their own charitable resources. This approach may not be sustainable
in the long term.
Planning for funding home support, respite and residential care must be available
to meet the need for services. The DHBs and aged residential care service providers
are currently engaged in a service review project timed for completion in June 2010.
This project has the potential to develop models for future service planning that will
be valuable for other services for older people. The success of such a review will be
measured by whether such models are in fact identified.
Multi-year funding is needed to facilitate planning. DHB and Ministry of Health
contracts which allow for flexibility and responsive service delivery are essential for
dementia services.
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RECOMMENDATION
•

Long term planning and funding for dementia services must be given priority
by Government and DHB’s in preparation for increased need associated with
population ageing.

•

Contracts between DHB’s, Ministry of Health and service providers for
dementia need to make provision for flexibility in service responses.

8. Workforce Development
Staff training in dementia care is needed throughout the industry. Training in the
diagnosis of dementia is needed in all medical training courses and in professional
development programmes.
Recruitment and retention of dementia care workers are major challenges. While
advocacy for improved pay is an ideal, work satisfaction through training and professional
development are avenues to improve retention. There is room for innovation in training
and in the development of resources for dementia care.
Agency managers and senior staff leaders have a significant role in empowering and
encouraging staff. Providing career pathways that increase work satisfaction and
improving staff retention is one way. Enterprising leadership by social service agencies
is a key to providing opportunities for staff training such as the innovative programme
‘Walking in Someone Else’s Shoes’ which works with a mentoring model in training.
RECOMMENDATION
•

Training in dementia needs to be implemented in all health training courses,
including medical education.

•

DHBs need to provide funding for training and professional development of
care workers through contracts with social service agencies.

9. Public Campaign to Destigmatise Dementia
Every agency and key informant consulted for this research identified the stigma of
dementia as a barrier to the development of services, to workforce recruitment and to
family engagement and support. The stigma of dementia has implications for nursing
care: if the condition is not understood and staff members are not trained in dementia
care, the care of dementia patients may not be appropriate.
RECOMMENDATION
A publicly funded campaign, similar to the Like Minds, Like Mine mental health
programme, is needed to inform the wider public about dementia, and to build
acceptance and recognition of the special skills needed for dementia care.
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10. Co-ordination of Services
Co-ordination of services is essential for quality of service delivery. Co-operation
between providers of different types of support is required in order to ensure sensitivity
to the needs of clients, families and whānau. A single point of entry to services in which
an agency takes responsibility for care co-ordination is a valuable model.
In order to achieve engagement with wider community sectors, collaboration and coordination needs to include health providers as well as community and Māori leaders.
Pro-active initiatives between NGO providers such as Christian social services are
required to achieve equity of access to services for all. Networking opportunities are
vital for the exchange of information and to share resources.
A further aspect of collaboration and co-ordination is communication with families
and whānau. Care plans are often very confusing for the person with dementia and
may not be clearly understood by families and whānau. For example, giving families
information on the different forms of home support services being provided would
reduce this confusion.
RECOMMENDATION
That cross sector collaboration for dementia services be implemented, involving Health,
Social Development, community organisations including Christian social services,
Māori, Pasifika and other community and ethnic organisations.
11. A Strategic Framework
This NZCCSS research supports the Alzheimers New Zealand call for a strategic
framework for dementia care. Planning for increased services requires a corresponding
plan for funding. An overarching plan for dementia care is needed to ensure equity of
access to services throughout the country and integrated service development. Ideally
such a strategic framework should have cross party political support to give it stability
over the long term. Integrated development will need coordination between the
Ministries of Health, Social Development, Te Puni Kōkiri and Pacific Island Affairs,
Housing New Zealand, and the office of Ethnic Affairs to develop an inter-sectoral
strategy.
A strategic framework needs to include a unified system for data collection across
DHBs.
Full engagement with the experience and knowledge base of Christian social services
and Māori views is essential so that future responses benefit from this knowledge. Service
development for dementia for an ageing Pasifika population needs to be included in
further planning.
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RECOMMENDATION
An overarching national strategy for dementia services development is needed urgently.
This should have cross party political agreement and involve both government and
non-government organisations. Government agencies should include the Ministries of
Health, Social Development, Te Puni Kōkiri, Pacific Island Affairs as well as Housing
NZ and the Office of Ethnic Affairs. Non-government organisations include NZCCSS
member organisations and other social services providers of dementia care, iwi Māori
and urban Māori organisations, Pasifika organisations, and organisations such as the
Ethnic Council. Strategic planning must be fully informed by community sector
experience and initiatives in dementia services.
12. Research Priorities for Future Dementia Services
Service development to meet future needs will require further research. Some priorities
identified in this report include:
•

Research on dementia specific home support and different models of respite
care that will identify the impact of home support services and effects for
people with dementia and carers.

•

The role of day programmes as part of community support and respite care
needs to be evaluated to identify the outcomes for people with dementia and
their carers.

•

Specific tangata whenua led research on services for mate wareware, with
investigation into Māori workforce development.

•

A study of workforce issues for Pasifika peoples working in dementia care
that includes working conditions, issues of immigration and recognition of
culturally based skills for dementia care.

•

A study on the effects of social participation (e.g. in day programmes) on
allaying symptoms and delaying the onset of dementia. This would provide
information to inform community development approaches to dementia care
and holistic service development.

•

A feasibility study on supported living models to identify the conditions and
support needed for dementia care in supported housing settings (e.g. cluster
housing).

Conclusion
This NZCCSS study Working Together We Can Respond to Dementia shows the depth of
compassion and aroha that is needed in our society if we are to meet the future needs
families and whānau living with dementia/mate wareware. From the community level
through to national social policy and political levels, our message is that “together we
can” meet those needs – when we understand, collaborate and communicate to best use
all our available resources. The work has already begun, so let us show love and care for
each other aroha tētahi ki tētahi.
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Appendix
NZCCSS – Who We Are

Our membership
The New Zealand Council of Christian Social Services (NZCCSS) is an umbrella
organisation with membership comprising the six mainstream Christian church social
services agencies across New Zealand, namely the Anglican Care Network, Baptist
Union of New Zealand, Catholic Social Services, Presbyterian Support New Zealand
and the Methodist and Salvation Army churches.
Our mission
NZCCSS works for a just and compassionate society in Aotearoa New Zealand. We see
this as a continuation of the mission of Jesus Christ. In seeking to fulfil this mission,
we are committed to:
•

Giving priority to the poor and vulnerable members of our society

•

Te Tiriti o Waitangi

Our structure and key work areas
NZCCSS is governed by a national Council made up of two representatives from each
denomination. A small Secretariat team, headed by the Executive Officer, carries out
the day-to-day work of the Council. This includes information gathering, research on
social services and building relationships with government officials. The majority of
NZCCSS work comes under three main policy areas:
•

Poverty and housing

•

Children, young people and families

•

Services for older people

A policy group oversees the policy and research work that NZCCSS does in each of
these areas. Each Policy Group is made up of at least two council representatives plus
social services managers, academics or others with particular expertise in that area.
For further information about NZCCSS contact:
Trevor McGlinchey, Executive Officer
Phone (04) 473 2627
Email: Trevor@nzccss.org.nz
website: www.justiceandcompassion.org.nz

73

APPENDIX

