Improving Cause of Death
Reporting

Module 1

Welcome to Module 1 of Improving Cause of Death Reporting.



Competencies at end of this module

* Importance of correct cause of death
s certification for:
* accurate mortality statistics
* public health policy
* planning and allocation of resources
* Current quality of cause of death
information
* Role of medical doctors
* Legal, ethical and confidentiality issues

In this first module we will discuss the importance of the correct certification of cause
of death and the role of medical doctors in producing reliable causes of death
statistics.

At the end of this module you should be able to demonstrate the competencies to:

-Explain the importance of correct cause of death certification for accurate mortality
statistics and public health policy and the planning and allocation of resources,
-Discuss the current quality of cause of death certification in the country,

-Explain the role of medical doctors, as part of the official mortality system, for
improving the quality of cause of death certification, and

-Discuss the legal, ethical and confidentiality issues related to cause of death
certification.



Importance of cause of death data

i

What the medical doctor writes as the cause of death on the death certificate, is as

important to public health as what a doctor writes in a patient’s medical records, is to
patient care.



Importance of cause of death data

A Bulging Mortality Rate

Death rates for adult South Africans rose sharply from 1997 1o 2004, a
trend that suggests that AIDS and H 1 V-related diseases aré claiming a
growing shara of men snd women, especially those In Melr prime years,
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How Big Polony’s lethal
listeria outbreak was stopped
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Mbeki is wrong about death statistics

Causes of death are analysed to detect trends. The data is used to determine public
health and social policy, and for the planning and the allocation of resources for
health and social care programmes.




Mortality data uses
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Mortality data - routinely collected for every death - is used frequently.
Cause of death statistics are particularly informative as they come directly from the
cause of death reported by the medical doctor caring for the decedent.



Mortality data uses

* Indicate community health concerns and priorities
* Justify health spending

* Track infant and maternal deaths

* Make pension and life insurance calculations

* In the next 4 pages we will discuss a few examples
of how mortality data are used, in more detail

It indicates the overall health of a community, drive health and social policy
decisions.

The information is also used to determine funding for health and social
interventions.

The health department uses cause of death data to identify needs, measure results
and allocate resources, for example in infant and maternal care .

Actuaries calculate pensions and life insurance premiums based in part on mortality
data.



Cause of death: Mortality data uses

Indicate community health concerns and priorities
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Deaths by disease category for males (N = 276,378) and females (N = 252,568), South Africa 2012

Source: Msemburi W et al. Second national burden of dﬁsease study for South Africa: Cause-of-death profile for South Africa, 1997-2012. Cape Town: South African
Medical Research Council, 2016. ISBN: 978-1-928340-06-.

Mortality data is used to indicate community health concerns and priorities. In these
graphs you can see deaths by disease category for males and females in South Africa
in 2012. HIV and TB account for 33% of deaths in both males and females.

Injuries account for 14.4% of deaths amongst males versus only 4.4% in females.
Cardiovascular deaths account for 22% amongst women and 15.2% amongst men.



Cause of death: Mortality data uses

Justify health spending

—8— Provincial and National DoH
== Public (all departments)
«d Consolidated 2016 Budget Review

Real 2015/16 R million
8

o g o @ o @ o g e

Financial year

Source: Blecher M et al. HIV and AIDS financing in SA, SA Health review 2016.

Mortality data is used to justify health spending. This graph shows the public health
expenditure trend between 1995 and 2018.

The marked increase in expenditure from 2005 onwards reflects the roll out of the
antiretroviral treatment programme to combat the HIV epidemic.



Cause of death: Mortality data uses

Track infant and maternal deaths: Under 5 mortality rate
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Source: Rapid Mortality Surveillance Report 2017. (Dorrington et al., 2019). Available from http://www.mrc.ac.za/reports/rapid-mortality-surveillance-report-2017.

Mortality data is used to track infant and maternal deaths. This graph shows the
under 5 mortality rate from 2000 until 2016.

The increase in under 5 mortality between 2000 and 2003 is largely due to the impact
of the HIV epidemic.

The marked decline in under 5 mortality after 2004 is due to the impact of the
Prevention of Mother to Child Transmission and the rollout of the ARV programme,
which has dramatically reduced mother to child transmission.

However, after 2011 the decline in mortality in this age group has levelled off.



Cause of death: Mortality data uses

Make pension and life insurance calculations

Age Persons Male Female

0 63.8 60.2 67.4

. 10 56.2 52.6 59.7

Expectation

: 20 46.7 43.2 50.2
(in years), of

life by = 38.2 34.8 416

gender, South 40 30.7 27.5 338

Africa 2019 50 238 20.9 26.4

60 17.4 15.1 19.3

70 12.0 10.4 13.0

80 7.3 6.3 7.8

90 3.4 2.8 3.6

Source: Dorrington RE, et al (2019). Rapid mortality surveillance report 2017. Cape Town: South African Medical Research Council.

This table shows the life expectancy (in years), for males and females of different ages
in 2019 which are used in calculating rates for life assurance premiums.
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Cause of Death

OUTBREAKS EMERGENCIES

SURVEILLANCE

HIV / AIDS CovID-19 Surveillance and
Tuberculosis ] outbreaks become
Cancer H1N1 virus emergencies when
Cardiovascular disease Ebola : severe and spreading
Diabetes Foodborne illness Natural disasters
Homicide Listeriosis - Mining accidents
Road traffic injuries Legionnaire’s disease Shack fires
Influenza & Pandemic influenza
Pneumonia

Rare disease

Tobacco use

Death certificates can be used for surveillance, outbreaks and emergencies, such as
those listed on the screen.

Rapid reporting of deaths are required by law. Cause of death information alerts local
and national agencies — and the healthcare community at large — to epidemics and
severe medical complications of infectious and environmental exposures. Accurate
and complete reporting of cause of death ensures this surveillance is effective. If it is
not effective, it can be disastrous, as was the case with reporting HIV as cause of
death in South Africa.
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HIV-related deaths became a reality in millions of South African households. Besides
the obvious increase in mortality, there was a problem. The president said that the
increase in deaths in the country was not as a result of HIV, because Statistics South
Africa showed that only about 10 000 people died of HIV per year. This is because the
incorrect cause of death information was reported by doctors on the death
notification form. They reported the immediate cause of death — such as TB,
pneumonia or gastroenteritis - without reporting HIV as the underlying cause. Or they
reported euphemisms, such as “RVD”, “retroviral disease”, immune-deficiency” or
“immuno-compromised”. RVD or retroviral disease is not coded to HIV - it is coded to
“other retroviruses”. And “immuno-compromised” or “immuno-deficiency” is coded
to “immune disorders” rather than to HIV.
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Statistics SA cause of death data, 1997-2016
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Here is another angle to look at causes of death statistics for South Africa.
The blue line shows the number of deaths reported annually between 1997 until
2016.

The red line shows the number of HIV-related deaths reported on the death
notification form over the same period...

Whereas, the green line shows our estimated number of HIV-related deaths.
The gap between the red and green line reflects deaths that should have been
reported as HIV-related.

The consequence of inaccurate statistics on HIV-related deaths was that the
government had reason to delay rolling out anti-retroviral treatment

resulting in an estimated 1 million deaths that could have been averted.
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Deaths in South Africa: 1997 - 2016
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These two graphs show the age distribution of all registered deaths for males and
females in South Africa between 1997 and 2016
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Male deaths in South Africa: 1997 - 2016
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Let’s have a closer look at the graph for males, as an example.

* You can see a large year on year increase in the number of deaths between
1997 and 2006

* |t was followed by a steady decrease between 2006 to 2016

* The main increase was recorded in the age groups, 20 to 60 years of age.
The increase in deaths in young children and in adults between 15 and 50
years is typical of an HIV epidemic with no interventions. The decrease in
deaths after 2006 demonstrates the impact of the ARV roll out in the public
sector.
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Current challenges in cause of death data in South Africa

Major challenges with cause of death are compromising its use for
health policy purposes

* Under-reporting of HIV deaths
* High proportion of deaths with ill-defined
(unusable) causes

* Injury mortality profile inaccurate

There are other major challenges with cause of death certification, which
compromise the use of the official mortality data for health policy purposes.
This is in addition to the underreporting of HIV-related deaths - due to
misclassification to other causes, such as TB and diarrhoea — and the use of
euphemisms like “RVD”.

Additional challenges include the high proportion of deaths with ill-defined or vague
causes, and an inaccurate injury mortality profile.
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Current challenges in cause of death data in South Africa

Misclassification of HIV deaths to other causes
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The Burden of Disease Research Unit of South African Medical Research Council has
estimated the misclassification of HIV deaths. This figure shows the extent of the
misclassification by age group, as well as the causes the HIV is misattributed to.
Reported HIV deaths are indicated in brown closest to the x-axis with the numbers of
misattributed HIV deaths to other causes shown in other colours. The largest
proportion of HIV deaths were misattributed to TB - dark blue.
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Current challenges in cause of death data in South Africa

Unusable cause of death codes used in 2014

Number of deaths % of
Unusable codes classification with unusable codes | total
causes
Category 1 Symptoms, signs and ill-defined 58,342 12.3
conditions
Category 2 Impossible as underlying cause of deat 5,282
Category 3 Intermediate cause of death 47,544 10.0
Category 4 Immediate cause of death 4,560 1.0
Category 5 Insufficiently specified causes within 92,853 19.6
ICD chapters
Total unusable and insufficiently specified causes 208,581

An analysis of South African mortality data for 2014 reveals that unusable codes are
used for up to 44% of all deaths.

Almost half of these are insufficiently specified causes of death, such as cancer with
no primary site specified.

Symptoms and signs — like headache, cough and so on - which provide no clues on
the underlying cause of death, account for 12.3% of all deaths.

Invalid causes of death such as glaucoma or warts account for 1%.

And intermediate and immediate causes of death — such as heart failure or renal
failure - account for 11% of total deaths. Since many conditions can cause heart
failure or renal failure it is important that the underlying cause of death for these are
stated on the death certificate.
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Current challenges in cause of death data in South Africa

Injury profile inaccurate

Injury Mortality Survey, 2009 Statistics South Africa, 2009
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Left: Matzopoulos R et al, BODRU Technical report, 2013; Right: Statistics SA, 2011. Mortality and causes of death in South Africa, 2009

In South Africa, injury deaths are legally required to undergo a post mortem
investigation and some also require an inquest to establish the cause of death and/or
culpability.

The Inquests Act states that anyone who pre-empts the finding of an inquest can be
subject to a fine or imprisonment.

For this reason many forensic pathologists do not state the manner of death -
homicide, suicide, accident or natural - on the death notification form, even though
they may have this information.

The ICD-10 coding rules for assigning the manner of death caused by injury, defaults
to “accidental”, if no manner is listed.

Therefore, if you have a case with a gunshot wound to the chest, without the manner
of death indicated, it would be coded as an “accidental gunshot wound”.

The South African Medical Research Council undertook an injury mortality survey at a
national sample of forensic mortuaries in 2009 and compared the injury mortality
profile obtained through the survey. See the pie graph on the left, with the national
injury mortality statistics on the right.

It is clear that the official injury statistics are very inaccurate.
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Legal record and confidential information
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We have emphasised thus far the importance of death certification to accurate

mortality statistics, public health policy planning and the allocation of resources.
Aside from the public health importance, cause of death is part of a permanent legal

record.
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Legal record and confidential information

STAATSKOERANT, 26 FEBRUARIE 2014 No. 37373 §

GOVERNMENT NOTICE

DEPARTMENT OF HOME AFFAIRS
No. R. 128 26 February 2014

BIRTHS AND DEATHS REGISTRATION ACT, 1992
REGULATIONS ON THE REGISTRATION OF BIRTHS AND DEATHS, 2014

The Minister of Home Affairs has, in terms of section 32 of the Births and Deaths Registration
Act, 1992 (Act No. 51 of 1992), made the Regulations in the Schedule.

The Births and Death registration Act 51 of 1992 requires that all deaths are
registered with the Department of Home Affairs using the prescribed
form: DHA1663.
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Legal record and confidential information

ap.5 0000 OHA1663 A
Page 1043

REPUBLIC OF SOUTHAFRICA
DEPARTMENT OF HOME AFFAIRS

NOTICE OF DEATH / STILLBIRTH |
[Births and Deaths Rogistration Act 51 of 1992]

Rgstons 11 v 14

To be completed in full and submitted at the Department of Home Affars office by the informant o authorised funeral undertaker.
The form 1o be completed in BLACK INK with BLOCK LETTERS. Please mark with(y/|the CORRECT box, where required

All fields are COMPULSORY. and appli that are not legible may be considered invalid
{Note: The fngerprints of the deceased, the informant and the undertaker Must be taken by the undertaker)

A. PARTICULARS OF THE DECEASED
Instructions: Section A to be filed out by Authorised Medical Practitioner / Professional Nurse, w
The Informant must verify. anc where nocessary, compiets In ful the perscnal particutars and other information of

dy 10 determine the cause of death

1. Was this 8 Goath or & stlbith? 1.1 Desth 12 Stvie

nof the deceased (fck

2. aotficss

The docoased was dontfiod wih an 1D

Stiivom chid

ich e festures on B |0 document o passpor of deceased

Tha foaturos of o deceased do not seem ko

he deceased was nOt prasened. The Geceased was identfied Prough word of mouth

1D document or passp

The deceased was akroady buried prior 1o the compledon of Tis

1 Bumt 262 Decomposed 2.6.3 Ohr (specity)

The docoated was unidortfisblo.

Denal records taken for dentlicaton pupases

26.4 DNA samples revieved for entfication pupeses 2

3. Date of Death / stibith

g

4.1 Place of Death'stilirth (Coy/Town

4.2 Province of Deatstibirh

sogre

5. Place of Reglstration of Death / stiloirt

Prescribed form: DHA1663.
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Legal record and confidential information

CHAPTER III
REGISTRATION OF DEATHS (ss 14-22)

14 Death due to natural causes

(1) (3)1In the case of a death due to natural causes any person who was present at the death, or
who became aware thereof, or who has charge of the burial concerned, shall give, as soon as
practicable, by means of a certificate mentioned in section 15 (1) or (2), notice thereof to a
person contemplated in section 4.

15 Certificate by medical practitioner

(1) Where a medical practitioner is satisfied that the death of any person who was attended
before his death by the medical practitioner was due to natural causes, he shall issue a
prescribed certificate stating the cause of death.

Where a medical practitioner is satisfied that the death was due to natural causes, he
or she is required to issue the prescribed cause of death certificate
stating the cause of death.
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Legal record and confidential information

CHAPTER III
REGISTRATION OF DEATHS (ss 14-22)

17 Death due to other than natural causes

(1) After an investigation as to the circumstances of a death due to other than natural causes in
terms of section 3 of the Inquests Act, 1959 (Act 58 of 1959), the medical practitioner concerned
shall, as soon as he is satisfied that the corpse concerned is no longer required for the purposes
of an examination mentioned in the said section 3, issue a prescribed certificate to that effect
and deliver it to the police officer concerned.

Where the death is due to other than natural causes, an investigation into the
circumstances of the death is required under section 3 of the Inquests Act 58 of

1959.
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Legal record and confidential information
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In South Africa, the cause of death section is considered confidential information. The
Regulations on the Registration of Births and Deaths were amended in 2014,

to include a self-sealing page for Section G of the medical certificate of cause of
death. The certifying medical doctor is required to seal this page after completing
Section G to ensure confidentiality. Thereafter it is only available to Statistics South

Africa for official purposes.
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Death registration: Flow of information
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Now that we’ve discussed the importance and legal status of cause of death
reporting, let’s have a look at the official mortality statistics system and the role of
the medical doctor for improving quality of death certification in the country.

When someone dies, there are a few people that could play an important role to
assist the doctor — who is completing the Death Notification Form - to obtain the
necessary information to report on the cause of death.

This include other members of the healthcare team, such as the nurse caring for the
person, the community health worker who regularly visited the person at home, the
paramedics who provided emergency care prior to admission to hospital, or the
doctor who usually looked after the person. Clinic or hospital medical records may
also provide information on the deceased’s medical history. Then there is the family,
who may be able to provide valuable information.

In South Africa, medical doctors in public or private health facilities, and forensic
pathologists at forensic mortuaries, certify deaths on the DHA-1663 Death
Notification Form.
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Headman in traditional areas can also complete a form to certify death: the DHA-
1680 Form.

These forms are taken by the funeral undertaker or a relative of the deceased to a
local or regional Home Affairs office, where the death is registered prior to burial.
The Home Affairs office will update the population register, and issue a burial order
and an abridged death certificate to the funeral undertaker or relative.

From here the DHA-1663 form is sent to the National Department of Home Affairs in
Pretoria, where they are checked, and a Full death certificate issued.

The DHA-1663 form is finally sent to Stats SA for ICD-10 coding of cause of death,
analysis, reporting and archiving.

An annual Mortality and Cause of death report is issued by Stats SA and can be
downloaded from the Stats SA website.
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* Importance of correct death certification to
* accurate mortality statistics
* public health policy and planning
 allocation of resources

e Quality of death

* Role of medical doctors

* Legal, ethical and confidentiality issues
related to death certification.

In this first module we discuss the importance of the correct certification of cause of

death and the role of a medical doctor in producing reliable causes of death statistics.

You should now be able:

To explain the importance of correct death certification to accurate
mortality statistics, to public health policy and planning, as well as the
allocation of resources.

To discuss the quality of death certification in South Africa.

To explain the role of medical doctors, as part of the official mortality
system, for improving quality of death certification.

And to discuss the legal, ethical and confidentiality issues related to death
certification.
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You have now come to the end of Module 1

The next step is your self-assessment for Module 1.

Note:
* This is only a self-assessment and not part of the final assessment at the end of the course.

* The final assessment is a summative assessment which covers all the modules and in order to
successfully complete the course, you must obtain a mark of 80%.

You have now come to the end of Module 1.
The next step is your self-assessment for Module 1.

Note:

. This is only a self-assessment and not part of the final assessment at the end of
the course.

. The final assessment is a summative assessment which covers all the modules
and in order to successfully complete the course, you must obtain a mark of
80%.
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