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The beginnings of our research
story

Hine: Someone must have come down to have a talk with my
parents. .. They decided to put me in (Sunrise Home). | was two.

I think (my mother) felt left out . . . she would have liked to have been
involved.

I think because | grew apart from (my brothers and sisters) I'm still
apart from them. . . .

She said she felt homeless, and “I really enjoy being with my own. |
feel aware when I’'m with my own, both as a Maori person and a
blind person.”

Higgins, N. (2001). Blind people: A social constructivist analysis of New Zealand education policy and
practice. Unpublished Doctoral Thesis, University of Otago, Dunedin, New Zealand.
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* 1t projects of their kind
¢ Kaupapa Maori Driven

¢ Collaboration with and accountability to kapo Maori
through Ngati Kapo o Aotearoa, Inc.

© Research Management Committee

* support the research team to plan, interpret, and
disseminate the results of this research

* Kapo Maori Researcher
¢ Pan tribal
°* Whanaucentric

* Multi disciplinary and inter professional

Our Research Questions

1. What are the barriers to accessing ophthalmological
services and a visual diagnosis for kapo Maori children
and their whanau?

2. What are the general demographics of kapo Maori
children?

3. What are the causes of vision impairment in kapo
Maori children?
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" Mixed Method

Quantitative data: demographic and vision questionnaire from
150 whanau of kapo tamariki (children) and rangatahi (youth)
developed through research team hui and with Research
Management Team

(73% response rate from potential participants, who were able to be contacted for informed
consent through the BLENNZ roll)

Qualitative Data
 Field notes gathered during 150 whanau hui and questionnaires
e 37 Whanau narratives through in-depth qualitative interviews

e

“Participants

Quantitative Data
150 Demographic and Vision Questionnaires

7 Birth Fathers
1 98 Birth Mothers
10 Sets of parents

3 Male Guardians

“ 18 Femaie Guardians

“ 14 Rangatahi

Qualitative Data
37 Interviews

3 Birth fathers

16 Birth mothers

1 Birth parents

*9 Whanau interviews
(parents, siblings, kapo

child)

*4 Whangai
aunties/grandmothers

¢4 Rangatahi
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150 Questionnaires

Gender of kapo Maori

participants
42%

- i Sex
- ‘58% 87 Males

63 Females

84% - North Island
16%- South Island

Range of ages (around about 5% in each
age group)

‘Some basic demographics

37 Qualitative Interviews
(3 whanau with 2 kapo children)

Gender —53% (n=21) males
48% (n=19) females

87% (n=32) —North Island
13% (n=5) South Island

Household Numbers

Research

4.7 people

(n=149) (median=4)
Ranged from 2 to 12 people

2006 NZ Census
2.6 people

NZ average number in household

Average number of people in participant’s household
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ousehold Income

Approximated

$40, 690 Respondent's Average* (*midrange of scales, 110,000 estimated for top
income earners) (32,500 median)

$79, 300 NZ 2010 Household Income Average

% Household Income (n=134)
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"Causes of vision impairment

———

Eretinal
dystrophy
M cortical VI

B ON hypoplasia
@ refractive error
O tumour/structu

ral
B CNS disorder

cause VI

B nystagmus
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gl Best VISUAL ACUITY OF
Sl PARTICIPANTS

Not recorded 0% (N=0)
6/6-6/18 21% (N=32)
6/18- 6/60 26% (N=39)
6/60-3/60 14%( N=21)
3/60-1/60 5% (N=8)
1/60-NLP 22% (N=33)
NLP 10% (N=15)
Cannot be tested 1% (N=1)
Believed Blind 1% (N=1)

10% had field losses
But in general there were low rates of field testing

rticipants’ identification o
diagnosis and specialist

% of Participants identifying a diagnosis

No diagnosis yet .7% (n=1)
Not told diagnosis 3% (n=4)
Don’t remember 9% (n=13)
Don’t know 10% (n=15)
Blank .7% (n=1)

TOTAL PR

v 5%said they had no eye specialist, 1% didn't know if they had an eye specialist,
and 2% didn't know their eye specialist's name.
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PAdditional Health Conditions or
Impairments

Additional Health Conditions
or Additional Disabilities

(n=150)
No; 19%
Yes; 81%

% of Impairment type (n=132)

* 55% Developmental Delay
® 45% Speech Impairment

® 42% Physical Disability

* 40% Intellectual Disability
© 29% Epilepsy

® 26% Cerebral Palsy




Average Age in Months When Vision
Impairment Suspected, Confirmed, and
Vision Education Services received
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& Average Age
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70
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50

ucational Issues

Proportion of participants who identified

educational issues

30

20

10

66 3
64
62 61
51
45
a0 6 37
3
14
lo 000 110
0 1+
Reading  Confidence  Mobility Speaking  Activities of
Daily Living
Wyes Mno - Not Applicable ¥ Don't know  Blank/Not answered

100%
referred to
Vision
Teacher

55% referred
to O&M
Services
(17% want
services)

27% referred
to ADL
Services

16

2/7/2013



"

T e

% of all participants (n=150)
receiving or want referrals

for service
Receiving/Re Didn’t know
ceived/Will about
receive service/s
BLENNZ 90% 7%
RNZFB 74% 3%
Ngati Kdpo O 22% 35%
Aotearoa,
Inc
Maori 25% 9%
Health
Services

,/5—/ S —— ———
ervices received and services wanted

———

If Not: Yes, If Not: No, If Not, Don’t
Want don’t want know if want
Services: services services

1% 2% 1%

8% 11% 1%

60% 14% 5%

45% 27% 1%
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Whanau narratives

Grounded in the stories we were told — from notes taken
when undertaking questionnaires and the qualitative
interviews

Four themes from narratives
» Focusing on the body
» Barriers to accessing services
«» Holistic service provision
» Looking to the future

— T

Theme 1: Focusing on the body:
Exclusionary discourse and practice

* Exclusion through medical discourse & deficit lenses
* ‘Professional’ knowledge and practice
e Stereotyping

* Inflexible interactions, and healthcare policies and
practices

2/7/2013
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Barriers to accessing services

* Ophthalmological and other medical services
* Professional overload

* Lack of communication between services

* Delays to services

* Appropriate services not available

21

Barriers to accessing services

» Cost of accessing services
* Hospital appointments and waiting rooms
e Prioritising one impairment over another

* Accessing appropriate and consistent education and
learning services

22
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Theme 3:
Focusing on whanau and people:
Holistic service provision

* Whanau ora

* Friendly and responsive doctors and specialists
» Coordinated services

* Age appropriate services

* Vision education services

23

"Theme 4: Looking to the future -
Recommendations

The recommendations come from whanau narratives are
organised in four sections:

Whanau
Ophthalmology services
Health services
Educational services

24
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Whanau

Kia kaha

Find doctors that works for you

Don’t be shy about speaking up and asking questions,
Research your questions on the internet as well.

Find out about services - are they effective.

Don’t’ accept mediocre services

Try and maintain relationships and connections ,

Take all opportunities to network.

Be prepared to act as a mediator and advocate

Be organized and keep track of appointments.

Get hooked into BLENNZ straight away, even if your baby is very young.
Work towards continuity of care

Find out what support there is out there for whanau.
Ask about individualised funding

———

"

Ophthalmology services

Professional development for specialists
Home placement as apart of training.
Build positive relationships

Information in every-day language.
- Use pictures and other media.

Appointment times — set and longer

Improve processes for relaying diagnosis to whanau.
Take more time in your first meetings with whanau.
Work towards continuity of care.

Ensure the eye clinic is baby, child and youth friendly

2/7/2013
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Health services

Whanau navigator positions

Streamline forms (passport system)

Work as a team

Provide more information (packs and online)
Increase/establish integrated service approaches
Develop 'jargon free and simple language' file
Work towards continuity of care.

Ensure the clinic or organization's environment is tamariki and rangatahi
friendly

Transition of rangatahi, paediatric to adult health care
Increase nursing/nurse aide staff levels in hospital.

Provide greater choice in health and support services for whanau, including
services that are culturally relevant and have alternative therapies.

Employ more Maori staff, training them if necessary.

Educational service

* Establish advocacy support services

* Transition phases

* Training for teacher aides

* Flexibility/creativity in allocation of teacher and aide time
¢ Class teachers work with tamariki / rangitahi

* Employ social worker support

* Jargon free files

2/7/2013
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/Thoughts - based on quantitative

Ophthalmic diagnosis known in >95%
e Causes of vision impairment similar to other western countries
e Many cases preventable

The 2 year gap between noticing the vision impairment
(aged 20 months) and vision education services (43 months)
is too long.

Access to Maori Services an issue

Better relationships and communication between
professionals, and between professionals and whanau

Messages for BLENNZ

What was valued:
responsive
accessibile
effective communication with whanau
comprehensive assessment
expert knowledge
worked with whanau
secured ORRs funding

15
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!LENNZ: strengthening the mat

Whanau will always be there
Nui:

He’s got to go and explore . . . and test the water. And [we
will] always be there to love and support [him] when
things don’t go [right].
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