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1. Rheumatic fever: systematic collection of data important for 
programme evaluation and improvement

2. Access to Lead Maternity Carer: analysis and presentation of data 
important to improve health care
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1. Rheumatic fever and data collection



“Shameful and intolerable”

“Third World disease associated with child 
poverty and overcrowding”

“Big increase ……disproportionally 
in Māori, Pacific and poor people”

“Occurred while the income 
gap widened”

“Throat swabbing important, but a 
“band-aid’: real problem is poverty, 
overcrowding and poor housing quality”

2012



Notified cases NZ since 1986-2019

Source: ESR annual reports supplemented with data from EpiSurv 11 July 2022. First and 
recurrent attacks.

Health and Disability Act 2000



-Target: Reduce incidence to 1.4/100,000

-2012-June 2017: Better Public Service 
Programme: $65m to identify and trial new 
initiatives

Rheumatic Fever Prevention Plan 2011

https://www.tewhatuora.govt.nz/for-the-health-sector/health-sector-
guidance/rheumatic-fever-guidance/new-content-page-2



Healthy Homes Initiatives: low income families with children at risk* of RF 
who live in crowded houses 9 different providers in different areas

Early treatment ‘strep throat’: School throat swabbing programmes for 
high risk children* 8 different providers in CMDHB

Interventions RPFF 2011

* Māori and Pacific children who live in crowded 
circumstances of high deprivation areas 

https://www.tewhatuora.govt.nz/keeping-well/new-content-page-13/healthy-
homes-initiative/

https://www.tewhatuora.govt.nz/keeping-well/new-content-page-13/healthy-homes-initiative/


- Better Public Service 
Programme: $65m to identify 
and trial new initiatives

-Target: Reduce incidence to 
1.4/100,000

Rheumatic Fever Prevention Plan 2012-2017

https://www.health.govt.nz/our-work/diseases-and-
conditions/rheumatic-fever/reducing-rheumatic-fever

Since 2017 programme has 
continued with extra funding



1. National Surveillance (notifiable Public Health Act 1956). standard 
questionnaires, to inform preventive strategies for causative factors and risk 
population, which includes family history RF, crowding, housing etc. (MoH, 
ESR) 

2. Hospitalisations (ICD codes). National Minimal Data Set NMDS (DHB, MoH).  

3. Registers (local) to monitor compliance prophylaxis (DHB)

4. Other routinely collected data (PHOs, GPs, Pharmac, lab)

Rheumatic Fever data collections

“Surveillance”, “notifying” under Public Health Act
“monitoring”, “reporting” “registration”, “data collection” Not set up 
for surveillance 



Comparing data quality AKL 1998-2010:
Hospitalisation: 501/552 (91%) first episode cases identified by 
ICD codes

Local register: 548/552 (99%) in ARRFR register

National surveillance: 384/552 (70%) notified

Case definition:

-Of hospitalisations, 245/746 (33%) did not meet case definition

-Of notifications, 94/478 (20%) did not meet case definition

Conclusions

There was under-notification (30%) and overreporting 
(33%)

Local register produced most complete case information 

BUT

-a register is NOT a surveillance tool 

Register may be more complete, but it only reports ARF 
case incidence in AKL, it doesn’t collect any other 

surveillance data 



-Hospitalisation rates evaluated, not surveillance data

-”Evaluation plan was not built into the design of RFPP”

-”No national SOPs: some schools included active case finding”

-”Overall decline likely due to ‘multiple approaches working in concert’ but 
can’t unravel”

-”Cost-effectiveness of RFPP should be evaluated but hasn’t”

-No evaluation of official national surveillance data, which systematically collects 
information risk factors and interventions such as referral to Pacific engagement 
strategy worker

-No evaluation of the impact of Healthy Homes Initiative on Rheumatic Fever

Evaluation: No ‘official’ MoH evaluation RFPP

Jack SJ, Williamson DA, Galloway Y, Pierse N, Zhang J, Oliver J, 
Milne RJ, Mackereth G, Jackson CM, Steer AC, Carapetis JR, 
Baker MG. Primary prevention of rheumatic fever in the 21st 
century: evaluation of a national programme. Int J Epidemiol. 
2018 Oct 1;47(5):1585-1593



Recent developments

https://www.nzherald.co.nz/nz/the-rheumatic-fever-question-is-new-zealand-
finally-tackling-the-disease-or-did-covid-restrictions-cause-a-brief-
lull/WT5QXK4KBFGXY624WCCVL367LQ/

May 2022



- Intervention and control programmes do prevent cases, but are not coordinated nor 
systematically registered. Interventions influence incidence, but without documentation we 
don’t know how

- Only the effect of throat swabbing (‘band-aid’) has been evaluated. The effect of Healthy Homes 
has not even though it was part of the programme

- Many different ‘databases’ are used for evaluation (mostly hospitalisations), except our official 
national surveillance that is designed for this purpose (Public Health Act 1956). 

- Implementation and evaluation are both unplanned and not standardised. Therefore we don’t 
learn…

Conclusions rheumatic fever data collection



2. Access to Lead Maternity Carer (LMC)



NZ has a choice based model of 
maternity care introduced in early 

1990s

98% women are enrolled

Māori  95%, Pacific 95% and European 
NZ 99%

2015

Dr Cameron Grant: “worrying ……groups taking 
longer to hire a midwife …..most at risk of poor 
birth outcomes.”



Lead Maternity Carer:
- Support from first visit till 6 weeks after birth, 24/7
- Develop plan for your care, labour and birth
- Health advice
- Refer if necessary 
- Visit you (at home or in hospital) at least 7 times after baby is born
- Refer you to Well Child Tamariki Ora after birth
- Help enrol your baby at GP

Screening diabetes, hepatitis B and 
syphilis + interventions
Vaccinations whooping cough, 
influenza and COVID-19



- Lists 20 indicators around pregnancy and birth

- First indicator is ‘Access to a LMC in the first trimester of 
pregnancy’ 

- THREE different dashboard presenting the same information in 
different ways 

MoH

MoH

HSQC



2009-2020

https://minhealthnz.shinyapps.io/maternity-
clinical-indicator-trends/



Counties Manukau 

https://minhealthnz.shinyapps.io/maternity-
clinical-indicator-trends/

Pacific women CMDHB 

European women CMDHB 

Māori women CMDHB 

40%

40%

40%

40%



https://minhealthnz.shinyapps.io/report-on-
maternity-web-tool/

80%

Percentage of women giving birth registered with 
a LMC 2020, all registrations 

ethnicity

Asian      Euro        Indian    Māori     Pacific 

Access to LMC



https://minhealthnz.shinyapps.io/report-on-
maternity-web-tool/

Asian      Euro        Indian     Māori      Pacific 

Timely access to LMC



Timely access LMC by ethnicity past decade

Data extracted from https://minhealthnz.shinyapps.io/report-on-
maternity-web-tool/



Postnatal first LMC registration by ethnicity

Data extracted from 
https://minhealthnz.shi
nyapps.io/report-on-
maternity-web-tool/

No:
Screening for diabetes, 
hepatitis B, syphilis
No:
Maternal vaccinations 
whooping cough, 
influenza, COVID-19



1. In 2020, only 42% of Pacific women have access 
to LMC in the first trimester (Māori 69%; European 
85%)
2. Postnatal access for Pacific women increased 
from 0% in 2013 to 7% in 2020. (Māori 1% to 2%; 
European 0% to 1%) Women who use private 
health care are not included. Including these would 
make this inequity even bigger
3. Women who do not access LMC at all are not 
included. 
5. “Unknown” trimester of access for Pacific 
women is on average 9.3% in past decade (Māori 
5.7%; European 2.6%)

The only mention of ethnicity

https://www.health.govt.nz/publication/report-maternity-web-tool



- Pre-defined format, not flexible. Prone to miss detail and unexpected trends.  

- Don’t allow for breakdowns by multiple variables.

- The databases are downloadable, but this requires specific skills and is time consuming.

- Dashboards imply to show ‘real-time’ data, but publications are > 1 year delayed. 

- Conclusions on MoH website are general and biased towards the majority ethnic group. The worrisome trend for 
Pacific women is not included in the “Key Finding in 2020” while this needs urgent action.

- It is not clear for whom the dashboards are published: who is responsible to undertake action and respond to 
changes in trends?

Conclusions dashboard(s)



1. Reliable population data is important for equitable health outcomes
Response rate census 2023

2. Public health programmes need coordinated implementation, and evaluation 
plans to be effective. ’Random’ data-collection ≠ surveillance.

Improve and use our official national surveillance
3. Dashboards have many limitations. ‘Pre-formatted’, no flexibility, conceals 
unanticipated trends

Choose the most appropriate way of presenting data for its purpose.

Discussion Pacific Health Disparities, Institutional racism & Data



“Implement a nationally consistent system of data 
capture, analytics and intelligence that supports the 

use of health intelligence and insights to ensure equity 
of access and outcomes from all health services 

across Aotearoa.” 


