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1.

Key points and recommendations
IHC welcomes the Health and Disability System Review and the opportunity it
offers for strategic, systemic changes that improve the health and wellbeing of
people with intellectual disabilities.
At the outset we wish to note that, from the point of view of a person with
intellectual disabilities, the health and disability system is, in fact, two interlinked
but distinct systems. Care must be taken to avoid “overshadowing” (when health
issues are masked by or attributed to disability) in how this is recognised and
responded to in the structure and performance of the health and disability system
as a whole.
Underpinning this submission is the following question: how can the structure and
performance of the health and disability system contribute to people with
intellectual disabilities being treated with respect and dignity; having a say in their
lives; living, learning, working and enjoying life as part of a community; having
support to meet their goals and aspirations; and being part of a family?
We make the following summary points and recommendations.


People with intellectual disabilities experience some of the greatest inequities
in the provision of healthcare and have the poorest health and wellbeing
outcomes of any population group in New Zealand.



These long-standing inequities
o are evidenced and recognised nationally and internationally.
o were highlighted as long ago as 2003 by the National Health
Committee’s “To Have an ‘Ordinary’ life, Kia Whai Oranga Noa” report.
o reflect a level of systemic neglect that, we suggest, would not be
tolerated for any other population group.



Improving health outcomes for people with intellectual disabilities is an action
in both the New Zealand Health Strategy and Disability Action Plan yet
despite this, and some positive initiatives particularly at the local level, there
has been little improvement and people with intellectual disabilities continue
to experience significant health inequities.



The reasons people with intellectual disability have considerably poorer
health outcomes are multiple and complex, but broadly fall into five
categories of determinants of health (with varying levels of responsiveness
to some form of intervention) – namely, people with intellectual disabilities:
o often have a genetic or biological predisposition to a wide range of other
co-morbidities that give them a higher risk of ill health and early death.
o are more likely to be exposed to the social determinants of poorer health.
o experience more communication difficulties with health care
professionals.
o sometimes lack access to (or are not provided with) the right type or
quality of health care and other service provision at the right time.
o have reduced health ‘literacy’ and experience particular challenges of
living a healthy life.

3



Leadership and a strategic, systemic response are needed; the Health and
Disability System must be structured and perform in ways that:
o are accessible and deliver equitable health outcomes for people with
intellectual disability.
o provide the flexible, responsive integrated supports people with
intellectual disability need to live good lives.
o join up with other systems across government that affect the
determinants of good health and wellbeing for people with intellectual
disabilities, such as (but not limited to) the education, welfare and income
support systems.

Recommendations
IHC recommends that:
1. All people with intellectual disability are supported to achieve their decisions
across their life span.
2. People with intellectual disability are recognised as a priority group across
the health system and there is leadership from the highest levels to support
change.
3. People with intellectual disability are visible and counted in the health system
so that their needs can be met more effectively and efficiently.
4. Improved education and training for health professionals on intellectual
disability.
5. People with learning/intellectual disability experience equitable and beneficial
access to community, primary and secondary health care; ensuring positive
outcomes and effective, efficient use of resources.
6. The future health and disability system embed the human rights of
people with intellectual disabilities, especially those under the UNCRPD, and
give effect to its principles ti Tiriti O Waitangi and
a) be based on the values of equity, respect and inclusion
b) give effect to the principles of reasonable accommodations and
supported decision-making
c) ensure the provision of timely, integrated and flexible high-quality
supports that enable people with intellectual disabilities, throughout
their lives, to enjoy their rights on an equal basis with others.
7. The introduction of funded annual health checks for people with intellectual
disability of all ages.
8. The health sector work across-government, where appropriate, to feed into
programmes of work that may reduce social disadvantage for people with
intellectual disabilities and in turn have positive long-term beneficial effects
on their health and wellbeing.
9. People with intellectual disability are represented and included in all streams
of work that relate to reducing barriers for people with intellectual disabilities
in making decisions to determine their own lives.
10. The development and roll out of core training on intellectual disabilities to
clinicians.
11. Basic awareness raising on intellectual disabilities for all GPs, nurses and
frontline staff in the health and disability system.
12. Longer consultation times, giving patients and GPs more time together to
discuss presenting health issues in a less pressured environment.
13. Use of technology and techniques to reduce reliance on verbal
communication during consultations and appointments, such as
 using picture diagrams for consultation so that communication is less
reliant on verbal communication
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doctor/patient agreements, so that the patients knows what to expect
when they go to the doctor/hospital.
 use of talking mats and other technologies that improve communication
outcomes.
Urgent exploration of options for building a clinical nursing workforce
specialising in intellectual disability (as identified in the New Zealand Health
Strategy 2016- 2026).
The development of a coordinated, national approach to recording of
information about the health status and health needs of people with
intellectual disability.
The development of a standard national set of codes (readcode10 and
SNOMED) for intellectual disability to ensure that accurate demographic
information is gathered.
Patients with intellectual disability have access to clinical pharmacists for
medication reviews
All publicly funded health campaigns and screening programmes include and
reach people with intellectual disability
The health and disability system incorporate:
 a supported decision-making framework for people with intellectual
disabilities
 recognition, respect and support for families and whānau as the primary
relationship for people with intellectual disabilities.


14.
15.
16.
17.
18.
19.

IHC has seen and had input into the Child Poverty Action Group (CPAG)
submission. We have also seen the submission from CCS Disability in Action. We
endorse both of those submissions.
The main focus of this IHC submission is issues for people with intellectual
disability in the health system. Please see the CPAG and CCS Disability in Action
submissions for issues specific to children with disability.

2.

About IHC
IHC advocates for the rights, inclusion and welfare of all people with intellectual
disabilities and supports them to live satisfying lives in the community.
IHC was founded in 1949 by a group of parents who wanted equal treatment from
the education, health and social service systems for their children with intellectual
disability. Today IHC is still striving for these same outcomes and is committed to
advocating for the rights, welfare and inclusion of all people with an intellectual
disability throughout their lives.
We support people with intellectual disability to lead satisfying lives and have a
genuine place in the community as citizens. We believe that the foundations for
inclusion of people with intellectual disability in society are built on integrated,
across-government and community-linked support to families of children with
intellectual disability.
Underpinning our work is the principle that intellectually disabled children and
young people are part of the community of all children and young people – they
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are entitled to full enjoyment of their human rights and fundamental freedoms on
an equal basis with other children and young people1.

3.

IHC’s overall response
“This (Health and Disability System review) is a once in a generation opportunity
to improve equity and outcomes for New Zealanders. It will chart a course for a
fairer, more sustainable health and disability support system.”2
Currently people with intellectual disabilities experience some of the greatest
inequities in the provision of health care and have the poorest health and
wellbeing outcomes of any population group in New Zealand (Mirfin-Veitch &
Paris (2013); Mirfin-Veitch, Paris, & l Milner (2013); Ministry of Health (2011);
Emerson & s Hatton (2014)).
The Health and Disability System Review is a significant opportunity to address
existing failures in the health system and effect positive change for people with
intellectual disabilities; to ensure they are treated fairly, receive equitable access
to and outcomes from the health system and the flexible, responsive, high-quality
disability supports they need to live a good life.
This submission firstly offers some general comments and recommendations. It
then addresses some of the specific questions posed by the Review.
What we know about health inequities experienced by people with intellectual
disabilities
The long-standing health inequities for people with disability have been
recognised both nationally and internationally and were highlighted in the ‘To
Have An ‘Ordinary’ Life, Kia Whai Oranga Noa’ report, written by the National
Health Committee sixteen years ago, in 2003.
While there has been some good initiatives and very positive work at a local level,
a strategic, systemic response is needed to address the on-going systemic
neglect of people with intellectual disability; this is the only way to make significant
and long-term improvements in the health outcomes of this group.
The issue of poor health outcomes for people with intellectual disability is not
confined to an issue of disability or able to be addressed through Disability
Support Services. In order to reduce the disparities and to improve health, the
whole picture of the individual needs to be considered and this requires action
across the board; joined up working across government and with communities,
and with families and whānau.
There are approximately 90,000 people with an intellectual disability in New
Zealand (NZ Disability Survey 2013). Both males and females with intellectual
disabilities have significantly shorter life expectancy than the general population:

Children with disabilities have rights as disabled people and as children, under the United Nations Convention
on the Rights of Persons with Disabilities and the United Nations Convention on the Rights of the Child
2 Clark, Details of major health review finalised, 2018
1
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For males with an intellectual disability the average life expectancy of 59.7
years is more than 18 years less than the life expectancy for all New Zealand
males.
For females with intellectual disability the average life expectancy of 59.5
years is about 23 years less than the life expectancy for all New Zealand
females.

People with intellectual disability access primary care four times more than the
general population and secondary care (including in-patient and out-patient public
hospital services) nearly three times more than the general population (MoH,
2011). This group is also four times more likely to have a public hospital admission
that could have been avoided if the patient had been treated in a primary care
setting. We also know that the interventions that are provided through universal
services are not working as effectively or efficiently as they could be for people
with intellectual disabilities.
People with intellectual disability often experience higher rates of unrecognised
or poorly-managed health conditions and diseases, inadequate or non-existent
health screening and ineffective communication between the individual, their
family and whānau, support workers and health providers. In addition to being
responsive and flexible enough to address these disparities, the health and
disability system needs to be integrated with other systems and respond to the
underlying reasons for the health outcome disparities that exist.
Moving from strategies and plans to action and meaningful change
There are a number of existing strategies and action plans aimed at improving
the health of people with intellectual disabilities based on New Zealand’s
obligations under the UN Convention on the Rights of Persons with Disability
(UNCRPD), the Disability Action Plan and the New Zealand Health Strategy.
New Zealand is under on-going and increasingly significant international pressure
to improve the health outcomes of people with intellectual disabilities. The UN
Committee on the Rights of Persons with Disabilities (the Committee), which
monitors state party compliance with the UNCRPD, examined the NZ
government’s performance for the first time during its 12th session (October 2014).
The Committee’s concluding observations highlighted concerns regarding the
health outcomes and barriers that still exist preventing disabled people, especially
those with intellectual disabilities, from fully accessing health care services,
including sexual and reproductive healthcare3 . Of particular relevance to the
Review is that the Committee identified that these barriers related to systemic
problems in the health system as opposed to being confined to issues of access.
New Zealand’s second periodic report to the UN Committee is due within the next
couple of years.
The Human Rights Commission is also closely monitoring progress in this area
through the New Zealand Human Rights National Plan of Action, which sets out
the actions the Government is taking as a result of the commitments it made in its
second Universal Periodic Review (UPR) before the United Nations Human
Rights Council. Under Action 36 New Zealand is required to ‘Develop, with people
with intellectual disabilities, Disabled Peoples Organisations and other
stakeholders a long-term plan that will address health disparities’. The Human
3

CRPD/C/NZL/CO/1, paragraphs 51 and 52
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Rights National Plan of Action is consistent with and supports the New Zealand
Government’s Disability Action Plan.
The Disability Action Plan (DAP) presents priorities set by the Ministerial
Committee on Disability Issues for actions that advance implementation of the
UNCRPD. The Ministry of Health committed to improving the health system for
people with intellectual disabilities in 2015, and specific actions were included in
the New Zealand Health Strategy (2016-2026) (NZHS). The ‘People Powered’
section of the NZHS Roadmap, as part of the people-led service design actions
(Action 4d), requires the development and implementation of an action plan to
improve health outcomes of people with intellectual disability.
The specific action in the Disability Action Plan 9C is: to increase access to health
services and improve health outcomes for disabled people with a specific focus
on people with intellectual disabilities. A health report with options for the Minister
was expected in 2017. A great deal of work was undertaken by the Ministry of
Health and the Disability Sector in recent years to progress Action 9C. However,
the work has stalled. In 2018, not only was there been no progress but a potential
risk of going backwards with this project “being re-scoped in line with the
government’s policy priorities, and work associated with the DSS System
Transformation project”4.
There is an on-going tendency for work to improve health outcomes for people
with intellectual disabilities to be re-scoped, re-prioritised or delayed until the
outcomes of other work is known. While the outcome of the Mental Health and
Addictions Inquiry, the DSS transformation, and this Review of the Health and
Disability System will have important implications for work to improve health, IHC
suggests that enough is already known from national and international evidence
to identify people with intellectual disabilities as a priority population group and for
immediate action to be taken.
There is a need to work collectively, and with urgency, towards practice that meets
the values that underpin these guiding documents; strategies and action plans
must be supported by structural change and improved system performance to
make a difference for people with intellectual disabilities.
IHC has advocated for improved access and quality in health services for people
with intellectual disability over many years. There have been considerable efforts
by IHC along with other organisations and researchers in highlighting these
issues, providing information about best practice and advocating to government
to implement actions to reduce inequities and improve outcomes.
For the health and disability system to deliver improved equity and health
outcomes for people with intellectual disabilities it’s structures and service
delivery mechanisms need to be more accommodating, flexible and responsive:
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The workforce needs to know enough about people with intellectual disability



The system needs to take a lifetime view in contrast to the current system
which responds episodically to presenting issues.



The health system needs to act sooner and be more effective to meet
people’s needs and to make better use of our resources.

Office for Disability Issues, 2018
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These improvements will involve a series of investments but will reduce costs in
the longer term, by improving the health of people with intellectual disabilities,
thereby contributing to the long-term sustainability of the system.
Working collaboratively to improve the health and wellbeing of people with
intellectual disabilities.
A key part of meeting the challenge of improving health outcomes for people with
intellectual disability is to work across the health sector, and with other sectors
and agencies, to develop a much more integrated system and much better
knowledge, skills and practice around intellectual disability. For this to happen,
leadership from the highest levels is required.
As well, the social and economic determinants of good health for people with
intellectual disabilities must be addressed. This is not the sole responsibility of the
health and disability system. A symbiotic relationship is needed between the
health and disability system and other systems, especially the education and
welfare systems, the labour market and the Oranga Tamariki system; they need
to be integrated. For example, as recognised by the Welfare Expert Advisory
Group (WEAG 2019) there is a need to clarify where responsibility lies, between
the Ministries of Health and Social Development, for covering disability and health
related costs, so that the gaps and inconsistencies that exist currently are
addressed. Another area where joined up working is urgently needed is support
for people with intellectual disability to parent.
In summary, strategic, coherent and collaborative effort is required across
government and with communities to enable people with intellectual disabilities
across their lifespans to lead good, valued, ordinary lives.
Long, medium and short-term responses and change are required. While
structural reform may take time, that should not be used as an excuse for further
delaying actions that have already been identified as being needed to improve
the health and wellbeing of people with intellectual disabilities.
There are numerous specific actions that can be taken to improve the health and
disability system for people with intellectual disabilities. Some of these changes
will require dedication and concerted effort to change entrenched attitudes and
practices; however, there are real practical things that can be done quickly to
make a difference. We address these in more detail below in our answers to
some of the specific questions asked by the review.
IHC recommends the structure and performance of the health and disability
system ensure:
1.
2.
3.
4.

All people with intellectual disability are supported to achieve their decisions
across their life span.
People with intellectual disability are recognised as a priority group across
the health system and there is leadership from the highest levels to support
change.
People with intellectual disability are visible in the New Zealand Health
system so that their needs can be met more effectively and efficiently.
Improved education and training for health professionals.
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5.

3.1

People with learning/intellectual disability experience equitable and beneficial
access to community, primary and secondary health care; ensuring positive
outcomes and effective, efficient use of resources.

Question 1 – what are the most important values for our future public
health and disability system?
Consistent with human rights principles, IHC believes the most important values
for our future public health and disability system are equity, respect and inclusion.
Associated with, and essential to giving effect to these values, are the principles
of: reasonable accommodations and supported decision-making, as well as the
provision of timely, integrated and flexible high-quality supports.
The United Nations Convention on the Rights of Persons with Disabilities
(UNCRPD) affirms the universality, indivisibility, interdependence and
interrelatedness of all human rights and fundamental freedoms and the need for
persons with disabilities to be guaranteed the full enjoyment of their rights without
discrimination. (Preamble, UNCRPD).
This means the values that underpin the health and disability system should
reflect and give effect to not only the health rights of people with intellectual
disabilities but also their rights to dignity, autonomy and to make their own
choices, with support where needed.
Human rights are about real issues. The denial of medical treatment and
sterilisation of girls and women for non-therapeutic reasons, for example, have
caused longstanding ethical concerns about the promotion and protection of
rights. Developments in genetics and technology such as those highlighted
recently with the introduction of the National Screening Programme for Down
Syndrome and the use of the ‘Ashley treatment’ to stunt growth are bringing new
challenges.
Attitudes and values underpin how services are prioritized and people with
intellectual disability are implicitly seen as being a lower priority than other groups
in society. This attitude is demonstrated by the lack of action to improve their
health outcomes; despite the issue being well documented since 2003.
Under the UNCRPD people with intellectual disabilities have the right to enjoy the
highest attainable standard of health without discrimination on the basis of
disability. In ratifying the UNCRPD New Zealand has undertaken to:
a)
b)

c)
d)

Provide healthcare and programmes to people with intellectual disabilities on
an equal basis with others, including in the area of sexual and reproductive
health and population-based public health programmes.
Provide the health services needed by people with disabilities because of
their disabilities, including early identification and intervention and services
designed to minimize and prevent further disabilities, including among
children and older persons.
Provide health services as close as possible to people’s own communities,
including in rural areas.
Require health professionals to provide care of the same quality to persons
with disabilities as to others, including on the basis of free and informed
consent by, amongst other things, raising awareness of human rights, dignity,
10

e)
f)

autonomy and needs of persons with disabilities through training and the
promulgation of ethical standards for public and private health care.
Prohibit discrimination in the provision of health insurance.
Prevent discriminatory denial of health care or health services or food and
fluids on the basis of disability. (Article 25, UNCRPD).

Human rights, including the rights of people with intellectual disability, should be
the foundation on which the future health and disability system is built.
Reflecting the principles of te Tiriti o Waitangi in the values which underpin the
future health and disability system
IHC acknowledges the special relationship between the Crown and Māori and
recognises the articles of the Treaty of Waitangi expressed through the principles
of partnership, protection and participation.
IHC’s service delivery arm, IDEA Services, has a strategy ‘Te Rautaki-Urupare
Māori O IDEA Services 2017 ki 2020”, which identifies the following as being
central to giving effect to the Treaty principles as a service provider:

Partnership – forging and maintaining enduring relationships with
whānau, hapu and iwi.

Protection – ensuring Māori have the same access to services as nonMāori and receive the same level of outcomes through advancing tino
rangatiratanga

Participation – respecting and trusting each other’s ability and knowledge
to achieve shared outcomes.
IHC, through IDEA Services, has developed priorities with reference to Whaia Te
Ao Marama, that we are working towards:

Improved outcomes for Māori disabled

Good partnerships with Māori

Responsive disability services for Māori

Better support for whānau
The future health and disability system should be structured and work in ways
that reflect and put into action the Treaty principles of partnership, protection and
participation.
IHC recommends:
The future public health and disability system embed the human rights of people
with intellectual disabilities, especially those under the UNCRPD, and give effect
to the principles of ti Tiriti O Waitangi and
a) be based on the values of equity, respect and inclusion.
b) give effect to the principles of reasonable accommodation and supported
decision-making.
c) ensure the provision of timely, integrated and flexible high-quality
supports that enable people with intellectual disabilities, throughout their
lives, to enjoy their rights on an equal basis with others.
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3.2

Question 2 - How might the best health and disability system look in 2030?
How would it be different from the system we use today?
To future proof the health and disability system it is important to recognize that
existing inequities occur in the context of changing demographic trends and
advances in medical technology with an





increase in survival rates for pre-term babies and in numbers of people
with high and complex needs;
increase in awareness and identification of autism spectrum disorder,
foetal alcohol syndrome along with a growing number of syndrome
specific conditions being identified; and
ageing population with people with intellectual disability living longer, as
with the general population.

IHC submits that if, in 2030, we were to be looking at the best health and disability
system we would see, for people with intellectual disabilities:

government funded annual health checks

coordinated action to address the determinants of good health.

improved communication and training for healthcare practitioners on
intellectual disability

clinical nurse specialists in intellectual disability

improved information and data (e.g. Death certificates)

reduced polypharmacy

access to health promotion and health literacy
We will deal with each of these in turn.
________________________________________
Government funded annual health checks
Having a national standardised set of annual health assessment questions and
specific health checks for people with intellectual disability of all ages would make
a significant difference to their health and wellbeing.
Evidence from a comprehensive systematic review of studies of annual health
assessments between 1989 and 2010 (Robertson et al 2010) suggests that the
health checks pick up on a wide variety of previously undetected health
conditions. New health problems were located in between 40% and 90% of the
health checks with between one and five conditions identified.
There is considerable popular support amongst DPOs and disability providers in
New Zealand for introducing annual health checks by GPs for people with
intellectual disabilities. Many of the conditions that people with intellectual
disabilities are likely to develop can be effectively responded to by their GP and
the GP is the practitioner that people with intellectual disability are most likely to
consult.
The noted benefits of an annual health check for people with intellectual
disabilities, where these have been routinely carried out, are in identifying and
taking action on:



untreated yet treatable general medical conditions.
untreated specific health issues related to the individual’s disability.
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generic health promotion, such as blood pressure and other routine
forms of screening.

There are a number of types of health checks available for people with intellectual
disabilities, including the Cardiff Health Check, Comprehensive Health
Assessment Programme (CHAP) and interRAI-Intellectual Disability. What they
all have in common is that they are annual health checks designed to support
GPs and the primary healthcare team to care for people with intellectual
disabilities and to encourage equal access to healthcare. There are advocates of
each method.
Some advocates think the CHAP method is the most
comprehensive while others see benefits of the interRAI approach which aims to
be strength-based and fully consistent with the principles underlying support
models that emphasize self-determination, choice, and empowerment.
IHC’s service arm IDEA services has used an adaptation of the Cardiff Health
Check since 1998. All people living in IDEA residential services receive an annual
health check.
IHC recommends the introduction of funded annual health checks for people with
intellectual disability of all ages.
________________________________________
Address determinants of health:
“Much of the action to improve the social determinants of health for those with
learning disabilities (intellectual disabilities) will also improve health for others at
higher risk of ill health because of social disadvantage, could also help to reduce
inequalities in health across the population”5.
In order to understand the true complexities that drive the disparities in the poorer
health outcomes for people with intellectual disabilities, it is crucial to understand
the wider social, economic, cultural and environmental factors that contribute to
poorer health outcomes, applying a public health and health inequalities lens.
From that lens, health inequalities are often preventable and reflect unfair
differences in health status between groups, populations or individuals. They exist
because of unequal distributions of social, environmental and economic
conditions within societies, which determine the risk of people getting ill, their
ability to prevent sickness, or opportunities to have access to the right treatments.
There is now much evidence available concerning the determinants of health
inequalities generally. Over and above a person’s genetic make-up, these include
the social conditions that affect them, how they grow up and live their lives.
Many models exist that show how these determinants are interlinked and how
many of these factors lie beyond the direct influence of health care. Indeed, this
notion is not a new one. However, there is an increasingly mature body of
knowledge which makes a compelling case that when trying to account for the
poorer health or well-being of a particular population, it would be wise to consider
the differential exposure to common social determinants of health.
The UN Member States adopted this statement in 2011, which summarises the
importance of this body of work:

5

Professor Sir Michael Marmot, Foreword in (Rickard & Donkin, 2018), p. 3
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“Health inequalities arise from the societal conditions in which people are born,
grow, live, work and age, referred to as the social determinants of health. These
include early years’ experiences, education, economic status, employment and
decent work, housing and environment, and effective systems of preventing and
treating ill health. We are convinced that action on these determinants, both for
vulnerable groups and the entire population, is essential to create inclusive,
equitable, economically productive and healthy societies.”
Poor health can result from social isolation and deprivation. Many people with
intellectual disabilities have experienced lifelong exclusion resulting from lack of
choice and opportunity as well as experiencing significant barriers to access.
People with intellectual disabilities are more likely to be exposed to common
causes of poor health such as poverty, poor housing, and lack of employment,
social isolation and discrimination.
Of particular relevance to understand the health inequalities of people with
intellectual disabilities is the extent to which discriminatory social attitudes
contribute towards disability are embedded and how these restrict access to living
conditions that are associated with better health (e.g. better education, wealth,
autonomy and power, better quality housing and rewarding employment).
We know from international research that:


Families with a child with an intellectual/learning/intellectual/learning
disability are more likely to be poor or become poor and less likely to
escape from being poor than other families. (Emerson, E et al. (2010))



In 2009/10 British adults with self-reported impairments of learning or
understanding were nearly three times more likely than their non-disabled
peers to have been the victim of violent crime over the last year and
nearly seven times more likely to have been a victim of hate crime.
(Emerson, E et al. (2010))



Exclusion and social isolation are significant contributors to poor mental
wellbeing (Kids Matter,2012; Appleton-Dyer & field, 2014), with some
studies showing that 85% of disabled people have been bullied or teased
as a result of their disability at some point during their lives (Elliot, Lach
& Smith, 2005).



In the June 2017 quarter 42.3 percent of disabled youth aged 15-24 years
were not in employment, education or training (NEET). This was four
times the NEET rate of non-disabled 15-24 year olds. (Stats NZ)



From the 2011 ‘Health Indicators’ report we also know that people from
more socioeconomically deprived areas of New Zealand tend to have
higher rates of intellectual/learning disability than people from the less
deprived areas.

Due to people with intellectual disabilities having higher than average exposure
to the health risks arising from the social determinants of health, it is critical that
the health and disability system take an holistic approach to improving the health
and wellbeing of this population group, in concert with other sectors and systems.
IHC recommends that the health sector work across-government, where
appropriate, to feed into programmes of work that may reduce social
disadvantage for people with intellectual disabilities and in turn have positive longterm beneficial effects on their health and wellbeing.
IHC recommends that people with intellectual disability and their families are
represented and included in all streams of work that relate to reducing barriers for
14

people with intellectual disabilities in making decisions to determine their own
lives.
________________________________________
Communication - training for healthcare practitioners on intellectual
disability
Informative communication with health care professionals is important for
everyone when accessing health services. This is because communication is one
of the main ways health providers identify which symptoms exist and how severe
they are, diagnose the underlying health conditions causing the symptoms,
identify the most appropriate treatment, and advise the person about what they
need to do to ensure the treatment works as intended and under what
circumstances they should return for reassessment, and possible changes in
treatment or referral to other providers.
Often people with intellectual disabilities experience more difficulty
communicating with health professionals than other patients. This includes
difficulty in getting their desired messages across, and in understanding both the
questions being asked and the messages that their health providers are trying to
convey to them.
Communication is a two-way process, and health care providers need good
communication skills for their interactions with patients to be effective. Where this
is not the case, it can be a key barrier to people with intellectual disabilities
receiving effective health care and therefore another crucial factor in people with
intellectual disability experiencing poorer health outcomes.
Part of the problem is related to the ability of healthcare professionals to
understand and communicate with people who have an intellectual disability. This
often results in their family and whānau and carers playing an important role in
identifying and describing health needs. Some people with intellectual disabilities
may rely completely on others to communicate what their health needs are, or to
communicate when they are in physical or emotional distress.
Understanding how to provide complex information, medication instructions and
outline procedures is crucial. It can be difficult for people with intellectual disability
to understand and act on advice received about what needs to be done to do to
reduce symptoms.
Research shows that diagnostic overshadowing is a common problem when
people with intellectual disabilities interact with health providers. This involves
the symptoms of ill health mistakenly being attributed to either a mental
health/behavioural problem or as being inherent in the person’s intellectual
disability. Improved communication skills may reduce this risk.
The reality is that many healthcare workers have never had training in the kind of
communication methods and techniques that facilitate appropriate health care for
people with intellectual or other disabilities.
Disability awareness training and how to communicate effectively with people with
intellectual or other disabilities is not a routine part of the undergraduate training
curriculum for doctors, nurses or ancilliary health care providers, nor is it a
standard part of the continued professional development menu they are routinely
offered.
All clinicians should have the core knowledge and practice skills necessary to
work safely and appropriately and provide better care for people with intellectual
disability. There needs to be CPD modules available for all staff to support the
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development of understanding the needs of people with intellectual disability
across all areas of the health sector. The vast majority of healthcare workers have
never had training in the kind of communication methods and techniques that
facilitate appropriate access to health services for people with intellectual
disability.
In addition, training should be required for primary and secondary care staff to
understand the Code of Health and Disability Services Consumers’ Rights and
where relevant the Protection of Personal and Property Rights Act 1988 to ensure
that people with intellectual disability receive the treatment they need, when they
need it.
GPs recognise they have a significant role in providing health care for people with
intellectual/learning disabilities. Dovey et al (2001) surveyed a sample of New
Zealand GPs, and most felt they had a key role in treating people with intellectual
disability, although most saw only a few patients in their professional life. A lack
of training for GPs in how to communicate effectively with people with disabilities
was often mentioned in the survey responses.
IHC recommends
 The development and roll out of core training on intellectual disability to
clinicians.
 Basic awareness raising on intellectual disabilities for all GPs, nurses and
frontline staff in the health and disability system.
In the meantime, there are some steps that can be taken immediately to improve
the communication between healthcare professionals and people with intellectual
disabilities accessing the healthcare system.
IHC recommends some of these simple interventions:



Longer consultation times, giving patients and GPs more time together to
discuss presenting health issues in a less pressured environment
Use of technology and techniques to improve communication outcomes,
such as
o Using picture diagrams for consultation so that communication is
less reliant on verbal communication
o Doctor/patient agreements, so that the patients knows what to
expect when they go to the doctor/hospital.
o Use of talking mats and other technologies that improve
communication outcomes.

________________________________________
Clinical Nurse Specialists in Intellectual Disability
In addition, given that it may take some time to establish and roll out core training
to clinicians, IHC agrees with others in the disability sector and recommends
urgent exploration of options for building a nursing workforce specialising in
learning/intellectual disability. A specialist nursing workforce in intellectual
disability has proved very successful in other countries and there are successful
precedents in other areas such as stroke and mental health.
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IHC recommends urgent exploration of options for building a clinical nursing
workforce specialising in intellectual disability (as identified in the New Zealand
Health Strategy 2016- 2026)
________________________________________
Data and recording of information:
There is very poor ongoing data collection and information on intellectual disability
as the health system is not currently configured to code and collect information
on people with disability. This lack of data further complicates the ability of the
health sector to fully understand and respond to the health status of people with
intellectual disability. There ought to be a baseline from which improvements can
be made. However, as there is no standard mechanism to fully understand the
health of people with intellectual disability, making adjustments and
improvements based on trend analysis is not possible.
It is therefore essential that there is a coordinated, national approach to recording
of information about the health status and health needs of people with intellectual
disability. A standard national set of codes (readcode10 and SNOMED) for
intellectual disability should be developed to ensure accurate demographic
information is gathered. The data set should be supported by a national electronic
template via BPac and other GP systems.
IHC recommends


The development of a coordinated, national approach to recording of
information about the health status and health needs of people with
intellectual disability.



Development of a standard national set of codes (readcode10 and SNOMED)
for intellectual disability to ensure that accurate demographic information is
gathered.
________________________________________
Reducing Polypharmacy
People with intellectual disability are often on a high number of medications and
polypharmacy is common, which can cause further health complications in the
long-term. Using multiple medication may lead to unintended medication‐related
problems (MRPs). Often medications are prescribed when they may not be
needed (particularly in the case of dealing with challenging behavior). Changes
are need so patients with intellectual disability can access pharmacist clinical
services, such as medication reviews.
To ensure funding is targeted towards high needs people criteria for funded
pharmacy services for people with intellectual disability should be developed in
partnership with the relevant DPOs. This work should include a wide range of
contributors to medication-related problems and poor health outcomes. IHC
would also like to see pharmacists working closely with other health care
practitioners to ensure medicines reviews are efficient and effective.
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IHC recommends patients with intellectual disability have access to clinical
pharmacists for medication reviews.
________________________________________
Access to health promotion and health literacy
Research indicates that reduced health literacy contributes to the adverse health
outcomes of people with intellectual disabilities relates to health literacy and
personal behaviours. (Chin, 2014; Robertson, Emerson, Gregory, Hatto, Turner,
Kessissoglou, and Hallam 2000; Melville, Hamilton, Miller, Boyle, Robinson N,
Pert C, et al, 2009; Krahn, Hammond and Turner 2006)
There is an increasing focus in New Zealand on health improvement for the
general public around nutrition, physical activity, smoking, alcohol and drugs and
cancer screening programmes. These activities should include people with
intellectual disabilities as preventative methods can often help to avoid
compromising health or slow down any potential deterioration.
However, people with intellectual disabilities often have fewer opportunities to
make choices and decisions that impact on their health and wellbeing. Improving
access to health literacy and health improvement and prevention activity involves
a range of service providers, with family/whānau and paid carers also having an
important role to play. Effective health improvement education must consider the
wider context of individuals’ lives.
Reduced health literacy and communication difficulties often lead people with
intellectual disabilities to be more reliant than most on other people to promote
their health, to recognise emerging health needs and to know when and how to
access health services for assessment and treatment. These factors also make it
more difficult to navigate the health system and specialist appointments are less
likely to be made or to be kept.
People with intellectual disabilities may present late, and where this happens, the
problem may often be due to limited health literacy among people with intellectual
disability and their carers.
In the health promotion arena, there is a need to focus on what balance to strike
between an increasing focus on health improvement activity for the general public
(regarding nutrition, physical activity, smoking, alcohol and drugs, cancer
screening programmes and immunisation programmes) which benefit the health
of all the citizens of New Zealand including people with intellectual/learning
disabilities – and to what extent interventions should be developed focused
specifically on people with intellectual/learning disabilities.
There is evidence that aspects of the health system designed to benefit everybody
(universal services) are functioning in ways that fail many people with
intellectual/learning disabilities. For example, the prevalence of screening is often
considered to be a marker of the effectiveness of primary and other health
services. The Health Indicators report found that over two years, women with
intellectual disability aged 45 to 69 were less likely than women without intellectual
disabilities of the same age to receive breast screening. Older women (over the
age of 50) with intellectual disability were also less likely to be screened. Over
three years, 33.3% of women with an intellectual/learning disability aged 20 to 69
received a cervical screen, compared with 70.6% of women without intellectual
disability of the same age. All New Zealanders deserve to be provided with
preventative health screening.
People with intellectual disabilities often have fewer opportunities to make choices
and decisions that impact on their health and wellbeing. Access to health
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improvement activity will involve a range of initiatives, changes to how public
health campaigns are designed and how health policy is developed. Ensuring that
public health campaigns meet the needs of all New Zealanders will require
specific measures to ensure that people with intellectual disability are included.
IHC recommends all publicly funded health campaigns and screening
programmes include and reach people with intellectual disability.
________________________________________

3.3

Question 3 – what changes would make our health and disability system
more fair and equal for everyone?
The health and disability system will be more fair and equal for everyone,
including those with intellectual disabilities, if the changes recommended our
comments on question 2 above are made.

3.4

Question 4 – What changes could most improve health for Māori?
Please see our comments on question 1 above, IHC recommends the health and
disability system be based on and give effect to the the principles of te Tiriti o
Waitangi.

3.5

Question 5 – What changes could most improve health for Pacific peoples?
As noted above, it is essential that the health and disability system sees people
with intellectual disability holistically; that includes respecting the identity and
culture of Pacific peoples with intellectual disabilities.

3.6

Question 6 – what changes could make sure that disabled people have
equal opportunities to achieve their goals and the life they want?
Being able to make and act on self-determined choices contributes significantly
to our wellbeing and people feeling good about their lives. This relationship is
reported in both general population studies and those drawing from self-reported
experiences of people with intellectual disabilities (Rickard & Donkin, 2018).
Currently, there remains widespread confusion and misunderstanding about
consent, supported decision-making and reasonable accommodation in relation
to people with intellectual disability in the health and disability system.
The way the health and disability system is structured and performs has a critical
part to play in New Zealand making and recognizing in law, policy and practice
the shift from substitute to supported decision-making.
Enhanced wellbeing and increased choice and decision-making authority for
individuals and families and whānau underpin transformations in universal and
disability support systems.6 Supports and safeguards should occur in the
context of people with intellectual disabilities and their families being seen as

See IHC Good Connections for Valued Lives, Fair systems connections that need to be made with national and
international law, policy and quality standards.
6
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active decision makers and that of relational autonomy. We are all
interdependent and influence and are influenced by others in our decisions.
Family and whānau have a critical role in the lives of people with intellectual
disabilities. Investment in people and their families and whānau is an essential
component of making sure that people with intellectual disabilities have equal
opportunities to achieve their goals and have the life they want, and the earlier
the investment the better the outcomes.
Many decisions are made in the context of relationships. Recent research
reinforced what we know about the pivotal place of families and whānau as the
primary and most continuous relationship for people with intellectual disabilities
(Conder & Mirfin-Vietch, 2018). Family for study participants included their birth
family, foster family or the family that they had made through setting up home
with their partner. Work across universal and disability support sectors needs to
respect and respond to cultural preferences and changing family roles and
structures in ways that are more than that of just a ‘carer’ role.
IHC submits that for people with intellectual disabilities to have equal opportunities
to achieve their goals and the life they want, their families and whānau must be
supported by a health and disability system that provides a coherent policy,
funding and practice framework for respite, funded family care and individualised
funding across the whole system, including disability, palliative, aged care and
mental health. This would also help to restore a trusted relationship between
families and whānau and government.
There is also scope for government to consider much wider pooling and sharing
or funding and resources across sectors and Ministries to ensure efficiencies,
reduce bureaucracy, increase accessibility to community based universal
services (such as Heath) plus specialist supports, and prevent people on the
margins, in the grey areas, from falling between the cracks.
IHC recommends the health and disability system incorporate:
 a supported decision-making framework for people with intellectual
disabilities
 recognition, respect and support for families and whānau as the primary
relationship for people with intellectual disabilities.
3.7

Question 7 – what are the most important changes that would make the
biggest difference to New Zealanders?
A health and disability system that works well for people with intellectual
disabilities will work well for all New Zealanders.

3.8

Additional comments
IHC notes that there does not seem to be a person with disability experience on
the review team. We urge the Review to seek out information on intellectual
disability, particularly the experiences of people with intellectual disabilities
within the health and disability system, as part of your deliberations. Please
ensure people with intellectual disability are no longer left out or behind by the
health and disability system.
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IHC has the largest specialist intellectual disability library in the country. It is a
public library and free to use and might be of use to the Review.

4.

Conclusion
Thank you for the opportunity to have input into this first stage of the review process.
We look forward to continuing to contribute to the Review. There is much scope to
improve the health and disability system for people with intellectual disability and it
is time they were recognised as a priority group within the health and disability
system. We wish you well with this important work.
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