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Abstract

ABSTRACT

Immunisation reduces morbidity and mortality, and affects equity in health. This is
evident between countries and regions, and within them, where there may be pockets
of the population vulnerable to under-immunisation that experience more barriers to
preventive health care. People with disability are one such group that are largely
invisible in research and immunisation policy decisions. In particular, there is a
paucity of data on adolescent immunisation in young people with disability in

Australia.

In Australia, students receive adolescent immunisations through the School-based
Immunisation Program at 12 to 13 years of age. Vaccine uptake data for the majority
of young people with disability attending specialist schools are not included in
aggregate immunisation reports. Therefore, there is a clear need for coverage data, as
well as qualitative research to clearly identify the barriers and enablers to
immunisation for young people with disability in specialist schools. The aim of this
thesis was to explore and describe acceptance and delivery of immunisation in

specialist schools for young people with disability in Victoria, Australia.

The research was designed as a mixed methods qualitative dominant and sequential
explanatory study, with a quantitative phase followed by a qualitative phase. Phase
One consisted of a prospective cohort study that aimed to measure the uptake of
immunisations in specialist schools for young people with disability in Victoria,
Australia. Data were collected on immunisation days in the 2017 school year from
specialist schools in Victoria in order to determine uptake of diphtheria-tetanus-
pertussis (dTPa) and human papillomavirus (HPV) immunisations in eligible
students. Demographic data, motor and intellectual function of students, and reasons
for non-receipt of dTPa and HPV vaccine were recorded using REDcap™ software

and were analysed using descriptive statistics.

Results from this study found that of the 28 specialist schools that participated, dTPa
was received by 63% (237/374) of participating students, and HPV dose 1 (HPV1)
was received by 66% (76/114) of female students and 67% (174/260) of male
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students. Three doses of HPV were received by only 41% (100/241) of students. The
main reasons for missed immunisation were absence from school, lack of consent
and inability to immunise due to the student’s behaviour and/or anxiety. Comparative
data during the same time period for students in mainstream schools demonstrated
significantly higher uptake, at 89% for dTPa and 75% for three doses of HPV,

confirming under-immunisation of students in specialist schools.

Phase Two consisted of an in-depth qualitative inquiry that utilised the Socio-
Ecological Model (SEM) as a framework, which aimed to determine barriers and
facilitators of immunisation for young people with disability in specialist schools in
Australia. Data collection included 10 observations of specialist school immunisation
sessions, 40 in-depth semi-structured interviews and two focus groups with key
stakeholders, including representatives from state government, local government
immunisation teams, specialist schools and parents of students. Data were coded and
themed using Reflexive Thematic Analysis, as described by Braun and Clarke (2006;
2019). Five main themes were identified: an invisible population, searching for
support, going the extra mile, competing priorities and trust takes time. The
intersection of the themes across layers of the SEM varied, demonstrating the

complex nature of the issue and the need for this multilayered approach.

The integrated inferences from these two phases resulted in key recommendations.
These recommendations include: ongoing rigorous coverage data recorded for
ungraded schools; stronger central support for immunisation teams; a review of the
immunisation funding model to reflect the extra work and resources required in some
schools and to provide for increased follow-up and catch-up; clear guidelines for the
use of restraint during immunisation in specialist schools; and a referral pathway for

students with disability who cannot be immunised in the school setting.

This thesis has generated new knowledge by establishing that young people with
disability in specialist schools in Australia are missing their adolescent vaccinations,
and that there are unique barriers to immunisation in this school setting. Phase One
provided the first Victorian figures on coverage of adolescent immunisations of
young people with disability and Phase Two constitutes the first qualitative research
that has been conducted internationally on immunisation in children or young people

with disability. Recommendations arising from the integration of findings from both
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phases have the potential to be translated into policy and practice, and thereby have a

significant impact on the health and health equity of young people with disability.
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Chapter 1 Introduction

1 INTRODUCTION

1.1 Origins of the Thesis Topic

This PhD thesis arose out of observations in the clinical setting. The PhD candidate
(referred to in the thesis as ‘the Researcher’) is a paediatric nurse with 20 years’
experience, most of this at The Royal Children’s Hospital, a large tertiary paediatric
hospital in Melbourne, Australia. For the last eight years, the Researcher has worked
as a Clinical Nurse Consultant in the Department of Neurodevelopment and
Disability, assisting families with children with a range of neurodevelopmental
disabilities. Incorporating the Researcher’s additional interest in adolescent health,
this work involved meeting with many families with children with disability in early
adolescence to assess their health education and assist with puberty questions and
needs. Part of this assessment concerned adolescent immunisations that are offered to
all young people aged 12 to 13 years old in Victoria through the School-based
Immunisation Program (SBIP). When questioned, families were consistently unsure
if their child had received these vaccines, or whether they needed them given their
other health needs and underlying disability. Based on this experience, the
Researcher was led to question the adequacy of information available to families
with children with disability about the adolescent immunisations, and whether these
families perceived the immunisations as relevant. At this stage, the Researcher’s

main questions were:

1 What specific concerns do families of adolescent children with disability have
about immunisations?
2 What resources are there to support these families’ immunisation information

needs?
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With no specialised immunisation background beyond general paediatric nurse
knowledge, there was some assumption by the Researcher that barriers to
immunisation for these families would be largely issues of vaccine hesitancy, leading
to reluctance to consent. However, very early in the research process, it became
apparent that barriers to adolescent immunisation for young people with disability
were determined by much broader issues than consent. These issues included
coverage data, systems, policies and logistics. Furthermore, it became clear that this
important preventive health measure within the context of this population has
received little to no attention in policy or research. Therefore, at its core, this

research became a thesis centred around the concept of health equity.

This thesis fills a gap in knowledge about adolescent immunisation in young people
with disability and the SBIP in specialist schools. In addition, this thesis exposes the
reality that in a wealthy country such as Australia, which has comprehensive
immunisation programs and high childhood immunisation rates, there can be groups
who remain significantly under-immunised and therefore vulnerable to vaccine-
preventable disease (VPD) in a way that would be deemed unacceptable for the
population as a whole. The fact that this particular group are young people in
specialist schools should be alarming, not only due to their potential extra health
vulnerabilities, but also in relation to the political and cultural climate in Australia,
which is only just now recognising the extent of historical inequities, prejudice and

abuse, which has resulted in significant harm for individuals with disability.

1.2 Structure of the Thesis

This research evolved over the three years of candidature, as connections with
stakeholders developed and knowledge, or previously unrecognised absence of
information, was discovered. The structure of this thesis represents the evolution of
the research while adhering to the academic requirements of a dissertation. The
reader will find a variation in the usual discussion of the overall research design early
in the thesis. Due to the absence of any applicable data regarding uptake in this
group, (described in Chapters 4 and 5), the second phase of the study, and therefore
the mixed methods study design was not conceptualised until the Phase 1 study was
complete. Therefore the mixed methods overview is described in Chapter 7 to reflect

the true chronological process and the iterative nature of the thesis. In this way the
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reader is asked to appreciate the challenges of researching an invisible population.

Chapter 1 provides extensive background on immunisation as a public health
measure, including explanation of key terms, the impact on public health, and an
overview of immunisation in Australia with particular concentration on the
adolescent immunisations and the SBIP used to deliver these. This chapter also
provides a background on disability history and disability rights, before presenting
information on disability in Australia, and education for young people with disability
in Australia, in order to provide context for the specialist schooling system. Finally,
this chapter introduces the key concept of health equity, which is necessary to

appreciate the significance of this topic.

Chapter 2 reviews the literature on immunisation in young people with disability
and identifies the gap in research, particularly with regard to adolescent
immunisation in young people with disability in Australia, immunisation in specialist
schools, and qualitative research. This highlights the importance and significance of
this thesis. This literature review resulted in a publication in the peer-reviewed
journal, Human Vaccines & Immunotherapeutics, which was published in 2019 and

is included in Appendix C.

Chapter 4 comprehensively outlines the first of the two studies presented in this
thesis (Phase One Study), which is a prospective cohort study measuring
immunisation coverage of the diphtheria-tetanus-pertussis booster (dTPa) and the
human papillomavirus (HPV) vaccine given through the SBIP in specialist schools in
Victoria. This chapter is presented as a published article with some additional

information on methods.

Chapter 5 is a bridging chapter that brings together the prior knowledge on the topic
and the results of the Phase One Study to justify the significance and research design

of the Phase Two Study. This chapter is presented as a published commentary article.

Chapter 6 discusses the choice of conceptual framework used in the Phase Two
Study. This includes discussion of the criteria deemed important for a framework to
assist in answering the research questions, a brief appraisal of some common
conceptual frameworks used in preventive health research, and the justification of the
adoption of the Socio-Ecological Model (SEM). Further information is then provided
about the development and iterations of the SEM, and how it is applied to the Phase
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Two Study.

Chapter 7 outlines the methods used for the Phase Two Study, which is an in-depth
qualitative study using interviews, focus groups and observations of a range of
stakeholders with roles in the SBIP in specialist schools. This includes discussion of
the mixed methods utilised in the thesis, the design, participant recruitment, data

collection, data analysis and ethical issues.

Chapter 8 discusses the findings of the Phase Two Study, presented as five themes
with thirteen subthemes. Each theme and subtheme is supported with participant
quotes. This develops an illustrated representation of the interaction of these themes
and subthemes, which highlights barriers and facilitators to immunisation of young

people with disability in specialist schools.

Chapter 9 is the final chapter, which brings together the findings from both studies
in three integrated inferences. These overall inferences are discussed in reference to
the literature and the new knowledge contributed by this thesis is highlighted. The
policy and practice considerations are summarised in seven key recommendations.

This chapter also discusses limitations and future research.
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2 BACKGROUND AND CONTEXT

2.1 Introduction

This chapter will provide background information relevant to immunisation,
disability and health equity. An overview of immunisation across the lifespan,
immunisation internationally and in Australia, and specifically the SBIP in the State
of Victoria will be presented. The definitions and types of disability, disability in
Australia and disability education in Australia will be discussed. The concept of
health equity with respect to disability and issues of equity in public health and
immunisation will be addressed. Thus, key background information will provide the

context for the following literature review, and the topic under research.

2.2 Immunisation and Public Health

The public health impact of immunisation” is unparalleled. The World Health
Organization (WHO) estimates that two to three million lives a year are saved
through immunisation by preventing or reducing the severity of disease, and
eliminating or reducing the risk of associated complications.! Reducing morbidity
and mortality is far more cost effective than treating disease and supporting
associated lost productivity, so immunisation also has significant economic benefits.
In addition, immunisation has the potential to reduce the inequity of poor health, as

vulnerable groups in society have a higher burden of infectious disease.!-?

Since 1990, child deaths from VPDs have decreased from over five million to 1.8

* The definition of ‘vaccination’ refers to the physical act of having the vaccine, whereas the term
‘immunisation’ encompasses the act of receiving the vaccine and the process of inducing immunity to
an infectious agent as the result of administering that vaccine. In both academic and lay writing, these
two terms are used somewhat interchangeably and are accepted as such. For consistency, this thesis
will refer to the agent as a vaccine and the process as immunisation.

5
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million a year.® This directly correlates with immunisation development and delivery
and is illustrated in Figure 2-1, with reference to measles cases in relation to measles

immunisation coverage globally.

Measles vaccine coverage worldwide vs Measles cases worldwide — Rile&
Shown on the x-axis is the share of 1-year-olds who have been vaccinated against measles (MCV) in a given year.
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Source: Global Health Observatory Data Repository (2017), OWID Disease Burden Variables {using WHO and UNPD)
OurWorldInData.org/vaccination/ * GC BY

Figure 2-1 Measles Cases in Relation to Measles Immunisation Coverage Globally

Source: OurWorldInData.org/vaccination/

2.3 Vaccine-Preventable Diseases: A Global Perspective

The WHO currently lists 26 VPDs for which there are effective vaccines available
(see Table 2-1).

T For detailed information about the recommended populations, administration and scheduling of all
vaccines available see https://www.who.int/immunization/diseases/en/

6
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Table 2-1 World Health Organization List of Vaccine-Preventable Diseases

Cholera Malaria Rubella
Dengue Measles Tetanus
Nenbgowocusl - Tilcbome
Hepatitis B Mumps Tuberculosis
Hepatitis E Pertussis Typhoid
g;e;rr];o?ﬁii}bu)s influenzae Pneumococcal disease Varicella
Human papillomavirus (HPV)  Poliomyelitis Yellow Fever
Influenza Rabies

Japanese encephalitis Rotavirus

Source: https://www.who.int/immunization/diseases/en/

The ultimate goal of an immunisation program is high vaccine coverage and
ultimately eradication of the related VPD. This is achieved when the global
incidence of the disease is zero. Vaccine-preventable diseases are susceptible to

eradication if:

e they are only transmitted by humans
o theillness is easily diagnosed when transmitted
e infection from the disease provides lifelong immunity

o there is an effective and widely administered vaccine

Vaccine-preventable diseases have varying virulence and consequently require
varying levels of population uptake to afford true herd immunity. Herd immunity
occurs at the point where there are enough individuals vaccinated against a disease
within a population to confer protection to both the vaccinated individuals and to
those who are unimmunised. Once achieved there is the potential to eradicate the

disease.*

Smallpox remains the only VPD to have been eradicated. Although a number of
other VPDs are on the verge of eradication, this achievement still remains elusive
despite elimination from significant portions of the globe. Elimination, where the
incidence of the disease is zero in a specific geographical region, occurs inequitably,
usually due to the socioeconomic situation in the region. Lower and middle income

countries (LMICs) often lack the economic resources to build the robust primary care

7
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infrastructure necessary to support widespread and organised public health
programmes such as immunisation, and are often disrupted by conflict, famine,
displacement and natural disasters.>® This results in stark differences in the
incidence and deaths from VPDs between regions, as seen in the comparison of

VPDs in Sub-Saharan Africa and Central Europe over time in Figures 2-2 and 2-3.

Deaths caused by vaccine-preventable diseases, Sub-Saharan Africa
400,000 —
300,000
200,000
Measles
Whooping cough
100,000 Haemophilus influenzae type B
meningitis
— Meningococcal meningitis
M S Tetanus
B T s e » WJ Hepatitis B
e 2 P Yellow fever
0 =3 — Diphtheria
1990 1995 2000 2005 2010 2017
Source: Global Burden of Disease, IHME OurWorldinData.org/vaccination/ « CC BY

Figure 2-2 Deaths Caused by VPD in Sub-Saharan Africa

Source: OurWorldINData.org/vaccination/
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Deaths caused by vaccine-preventable diseases, Central Europe

6,000

5,000

4,000

3,000

2,000 Haemophilus influenzae type B
meningitis
Hepatitis B

Meningococcal meningitis
Whooping cough

. Tetanus
- . Measles
- - . e No o - Diphtheria
0 — —t——3—t—t—t—4 =l Yellow fever
1990 1995 2000 2005 2010 2017
Source: Global Burden of Disease, IHME QurWorldinData.org/vaccination/ » CC BY

Figure 2-3 Deaths Caused by VPD in Central Europe
Source: OurWorldINData.org/vaccination/

In recognition of this global inequity in immunisation supply and delivery, the
current Global Vaccine Action Plan (GVAP) was developed in 2011 as a joint
endeavour between several international partners, including WHO, Gavi (the
Vaccine Alliance), the Bill and Melinda Gates Foundation, the United Nations
Children’s Fund (UNICEF) and the United States National Institute of Allergy and
Infectious Disease.® The GVAP sets out goals and objectives to reach targets in
immunisation, specifically focused on LMICs. While a full examination of issues of
supporting and optimising immunisation in LMICs is beyond the scope of this thesis,
some notable gains have been made. This includes an increase in fully immunised
infants across LMICs, an increase in countries with a National Immunisation
Technical Advisory Group (NiTAG), and the elimination of neonatal tetanus from

three countries since the plan was put in place.’

However, there is certainly still much work to be done globally to ensure that people
living in LMICs have access to universal health care, including immunisation,
especially those living some distance from health centres in countries with poor
infrastructure.! These ongoing barriers to immunisation in LMICs are closely related
to the Social Determinants of Health (SDH).!? An appreciation of the role of the
SDH in immunisation uptake can also aid in understanding pockets of low coverage

in high-income countries.
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2.4  The Social Determinants of Health

The SDH describe the social and environmental factors, often shaped by economic,
political and cultural conditions, that affect the health of individuals and groups.!!
This can include factors such as access to education, which may impact health
literacy, earning potential and mental health; geographical area and housing
environment, which may affect access to health care; resources such as clean water
and sanitation; and susceptibility to natural disasters, food security and conflict.®
Other key factors within the SDH include socioeconomic position, early life

circumstances, social exclusion, social capital, employment and work.'?

The Dahlgren-Whitehead model in Figure 2-4 illustrates the SDH. This model
demonstrates the relationship between individual, social and environmental factors.
Factors most closely related to the individual are in the proximate layers, expanding
out to encompass more indirect social and environmental influences. This model
allows for a complex understanding of health and disease influences and the multi-
component interventions that are usually required in addressing health disparities. A
core tenant of this model is the pivotal role of policy, in particular its capacity to

provide and promote equity of access to health care.!

Living and working

A conditions Ty,

Health
care
services

Age, sex, and
constitutional
factors

and food
production

Figure 2-4 The Dahlgren and Whitehead Social Determinants of Health Model

Source: Dahlgren G, Whitehead M. Policies and strategies to promote social equity
in health. Stockholm, Sweden: Institute for Futures Studies; 1991.
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In recognition of this pivotal role of policy, Boyce et al. (2019) describe inequity in

immunisation related to the SDH succinctly:

Avoidable differences in immunisation coverage between population groups
that arise because barriers to immunisation among disadvantaged groups
are not addressed through policies, structures, governance or programme

implementation.®

The reality is that existing programs often do not target those who are already
vulnerable to missing immunisations.!® Under-immunised populations within high-
income countries may be particularly invisible as overall immunisation rates are
usually high.® The consequences of sometimes unrecognised pockets of under-
immunisation can be significant. An example is the United Kingdom (UK), which
previously attained endemic measles elimination status, only to recently have this
revoked due to re-emergence of this disease.!* Thus, an understanding of the many
factors that impact immunisation in specific populations is vital in reducing and

maintaining a reduction in VPDs. This is true also for immunisation in Australia.

2.5 Immunisation in Australia

Australia, like many high-income countries, has a well-coordinated and established
immunisation program. Indeed, Australia is a world leader in vaccine research and
immunisation delivery, with routine immunisations offered across the lifespan to the
Australian population since the 1940s.” The immunisation schedule in Australia
throughout the last decade in particular, has changed frequently, in response to new

vaccine development, research findings and social and political influences.

The National Immunisation Program (NIP) in Australia is responsible for overseeing
the administration of vaccines through state and local government authorities. This
body was established in 1997 as a consequence of the first immunisation strategy in
Australia, which was initiated in 1993 aiming to restructure immunisation delivery
and records to enable governments to better improve uptake rates and target
immunisation efforts.!> Any changes to the immunisation schedule are effected
through the Australian Technical Advisory Committee (ATAGI) and the
Pharmaceutical Benefits Advisory Committee (PBAC).

The Australian Childhood Immunisation Register (ACIR) commenced in 1996 to

record immunisations given up to seven years of age. From September 2016, this
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became the Australian Immunisation Register (AIR), which now provides a whole-
of-life register for all immunisations, predominantly given at general practice and
community clinics.* Since 2018, the AIR also records adolescent immunisations,
given through the SBIP, which is the focus of the thesis. Historical milestones
relevant to adolescent immunisations and the SBIP in Australia are shown in Table
2-2, with developments that have occurred during this thesis research, which

commenced in 2016, highlighted in bold.
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Currently, Australia has a comprehensive government-funded immunisation schedule
across the life span protecting against 17 diseases,* including childhood and
adolescent immunisations, immunisations for older people and immunisations for
special risk groups.* As a consequence of this program, polio has been eradicated in
Australia since 2000 and endemic measles since 2005 (ratified by WHO in
2014).1%17 The impact of many other VPDs, such as diphtheria, tetanus, pertussis,
Haemophilus influenza type B (Hib), rotavirus and HPV have been greatly

reduced.!®

Although national immunisation rates for childhood vaccinations in Australia are
already high, with 93.5% of children aged five years fully immunised in the 2016-
2017 year, a key aim of the NIP is to increase uptake to 95%.%!> While immunisation
in Australia is not mandated, there are some financial incentives to encourage
compliance. Medical practitioners have financial incentives to immunise children
overdue for immunisations. The ‘No Jab, No Pay’ policy introduced by the Federal
Government in January 2016 prevents an unimmunised child from accessing certain
social welfare payments.!'® State governments in Victoria and Queensland have also
introduced the ‘No Jab, No Play’ policy mandating that to attend childcare or
kindergarten a child must be up-to-date with their immunisations.!*?° Under both

these policies, conscientious objection is no longer an approved exemption,!8-20-21

Despite the overall high immunisation coverage in Australia, there are recognised
pockets of low coverage in every state in Australia, especially on the north coast of
New South Wales (NSW) and in the inner-city areas of both Melbourne and Sydney.
This is due, in part, to a small but persistent anti-vaccination group. An estimated
3.3% of Australian children are currently affected by presumptive or registered
vaccine objection.?! More significantly, despite high overall childhood immunisation
rates, nearly half of all parents have some vaccine concerns or are ‘vaccine

hesitant’.22:23

2.6 Vaccine Hesitancy

Vaccine hesitancy is a psychological state that describes a range of attitudes, beliefs

and concerns about vaccinations, which results in a spectrum of vaccine decision-

! For the current Australian immunisation schedules see https://www.health.gov.au/health-
topics/immunisation/immunisation-throughout-life/national-immunisation-program-schedule
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making and behaviour by parents, including acceptance of all vaccines, accepting
some vaccines, delaying or splitting combined vaccines, and refusal of all
vaccines.?*2® The WHO Strategic Advisory Group of Experts on Immunisation

(SAGE) working group on vaccine hesitancy has defined the term:

Vaccine hesitancy refers to delay in acceptance or refusal of vaccination
despite availability of vaccination services. Vaccine hesitancy is complex
and context specific, varying across time, place and vaccines. It is influenced

by factors such as complacency, convenience and confidence.**

The reasons for vaccine hesitancy in primary caregivers of children primarily include
parental concerns about the safety of vaccines, concerns about the number of
vaccines given together, and a lack of understanding about the potential severity of
diseases vaccines protect against.’>?’ Concerns specific to the HPV vaccine in
academic health literature include parental anxiety about promoting sexual activity
by condoning an immunisation against a sexually transmitted infection (STI).2”-?® A
consistent finding about parental consent to immunisation is that a recommendation
to vaccinate from a trusted health professional is effective in reassuring hesitant

parents and the strongest predictor of vaccine uptake.?>27-29-3!1

Access to immunisation is also affected by social, logistical and structural barriers.
While access issues were originally encompassed within vaccine hesitancy, Bedford
et al. has argued that pragmatic reasons for under-immunisation do not reflect
hesitancy, and in fact the terminology must make this clear in order to adequately

target interventions.

The adoption of the SDH lens to immunisation allows for both hesitancy and
pragmatic barriers.*? Despite its privileged economic position, Australia is not
immune to the effect of the SDH on vaccine uptake.!**3 Immunisation research

concerning Australian populations has identified issues of access and lack of

knowledge and information about immunisation in refugees and migrants,**-3

37-39 4042

Aboriginal and Torres Strait Islander Australians, rural populations, and low

4243 Immunisation in Indigenous Australians has

income or resource poor contexts.
been one example of the success of targeted interventions following identification of
specific barriers, with immunisation uptake of Indigenous children at 60 months

surpassing that of non-Indigenous children in Australia by the end of 2015.# There is

less known about barriers specific to adolescent immunisations in Australia.
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2.7 Adolescent Immunisation

Historically, the focus of the global immunisation effort has been on immunisations
in early childhood, which is a critical time to protect infants and children against
infectious diseases.® However, the efficacy of some vaccines wanes over time,
leaving adolescents and young adults with suboptimal immunity and the potential to
impact population herd immunity.*>#¢ The implications of this include a re-
emergence of VPDs in adolescence and young adulthood, resulting in a portal for
infection spread to infants under 12 months who are not yet fully immunised and
more vulnerable to severe infection.* Other reasons for the introduction of a vaccine
in the adolescent schedule include the need for catch-up vaccinations for individuals
who have missed immunisations in childhood, or the introduction of a new vaccine,

such as HPV.

Adolescent immunisation uptake lags behind early childhood rates globally.*” In the
United States of America (USA), the Healthy People 2020 guidelines has set a target
of above 80% coverage for adolescent vaccination.*® There are no clear guidelines in
Australia. Some challenges specific to adolescent immunisations globally include:
the lack of a robust infrastructure for delivery, especially in countries that do not
have a school immunisation program; the lack of comprehensive registers to track
and record uptake of adolescent vaccines; and the more fragmented nature of
adolescent health care.®**-° In high income countries such as Australia, as with
childhood vaccinations, vaccine hesitancy does have an impact on adolescent
immunisation coverage, with the major issues of vaccine hesitant parents for
adolescent vaccines including underestimating the importance of the vaccines
offered, and safety concerns.’'~>3 However, as with most countries and regions,
practical barriers or access issues are estimated to play the greatest role. The relative

contribution of these factors in the adolescent population in Australia is unknown.

Logistical issues can arise because the vast majority of young people enjoy good
health and do not regularly attend health care settings, which limits opportunistic
preventive health care interventions.*-° While immunisations are likely to be a high
priority for many parents of young infants, they are often overlooked in adolescence,
which is a time of emerging independence, when parental control lessens and self-

determination increases, including with respect to health-related decisions.*
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2.8 Adolescent Vaccines Scheduled in Australia

At the commencement of this research in 2016, there were three government-funded
immunisations recommended for all adolescents in Australia. These included dTPa,
the varicella vaccine, which was available for the cohort of adolescents who missed
the second varicella vaccine introduced at four years of age in 2009, and a three-dose
course of the HPV 4-valent vaccine. These immunisations were scheduled at 12 to 13

years of age or the first year of secondary school in most states.

At the end of 2017, the varicella catch-up program ceased, and this corresponded
with the introduction of the two-dose 9-valent HPV vaccine in 2018. Also introduced
as state-funded, time-limited, one-year programs in 2017, 2018 and 2019 was the
Meningococcal ACWY (Men ACWY) vaccine, initially for young people 15 to 19
years and subsequently given at 15 years. Information about these vaccines is briefly

outlined below.

2.8.1 Diphtheria-tetanus-pertussis booster
The diphtheria-tetanus-pertussis (DTP) vaccine is given at two, four and six months
of age, with booster doses given at 18 months, four years and in adolescence.

Coverage at four years is close to 94% nationally and adolescent coverage in 2015 in

Victoria was 90.76%.

Diphtheria
Diphtheria is a highly infectious disease caused by the bacterium Corynebacterium
Diphtheriae, which prior to vaccination in the 1950s was the most common
infectious cause of death in Australia. Diphtheria manifests via respiratory illness or
skin infection and is spread by respiratory droplets and secretions or contact with
infected skin lesions. Cardiac toxicity occurs in 5-10% of infected people and is the
major cause of mortality.>* Due to an effective immunisation campaign, diphtheria
was almost eradicated in Australia by the 1960s, but isolated cases in travellers
returning from countries where it is still endemic have shown the potential for re-
emergence should the immunisation rate fall. For optimal immunity, the schedule in
Australia recommends three doses of diphtheria vaccine are given in the first six
months, with booster doses at 18 months, four years and adolescence. Uptake

required for herd immunity is 75%.%*

19



Chapter 2 Background and Context

Tetanus
Tetanus is an infection that can occur in a wound contaminated by Clostridium tetan,
which is a bacterium that lives in the environment. It is not an infectious bacterium
and cannot be spread between people. Tetanus therefore cannot be reduced or
eradicated through herd immunity and individuals need protection through
immunisation to reduce their risk of infection. Tetanus is now rare in Australia, with

about 10 notifications a year in the last few decades.>

Pertussis
Bordetella pertussis causes a respiratory illness known as whooping cough, which is
highly infectious. Without immunisation every one case of pertussis is transmitted
via droplets to 15 to 17 others.*® The infection is characterised by paroxysmal
coughing and apnoea in infants. Severe complications include pneumonia and
neurological impairment. Since the inclusion of pertussis in the immunisation
schedule, deaths from whooping cough in Australia are rare, but do occur, and in fact
since the mid 1990s cases have risen.>® This is due to waning immunity, which
occurs between four and ten years, so a booster dose of the DTP vaccine is vitally
important. Infants under four months are most at risk until they have received the

first two doses of the vaccine, so they rely on herd immunity for protection.

2.8.2 Human papillomavirus virus vaccine

Human papillomavirus (HPV) is a virus transmitted by sexual contact, primarily
genital skin contact. It is the most common STI worldwide, with 75% of sexually
active individuals contracting HPV in their lifetime.>” HPV is responsible for
significant genital wart morbidity, and persistent infection with some strains can lead
to cancerous changes.*®>® HPV is present in 99% of cases of cervical cancer, but

other genital, anal and oropharyngeal cancers affecting both women and men are also

attributable to HPV 3%

Since 2007, Australia has had a government-funded school-based HPV vaccination
program for girls in early adolescence, usually in the first year of secondary school.
Boys have been included in this program from 2013.°® The vaccine (Gardasil®) was
initially given as a three-dose course over six months, protecting against four strains
of HPV: types 16 and 18, and types 6 and 11.%° In 2015, 77.4%% of 15 year-old

females and 66.4% of 15 year-old males in Australia received all three doses of the
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HPV vaccine, as calculated through the HPV register.®® Within 18 months of the
vaccine introduction, there was a 50% decline in genital wart presentation to sexual
health services in Victoria, Australia. Smith et al. (2015) also found a population
level decrease in genital warts of between 70 and 90% in females in Australian
hospitals between 2006 and 2011.%® In addition, there was a small but significant
reduction in high-grade cervical abnormalities in younger women who had received

the vaccine.6!-62

In 2018, the HPV program in Australia was transitioned to the 9-valent vaccine,
protecting against an additional 6 HPV types including 31, 33, 45, 52 and 58. At the
same time, the schedule was reduced to two doses over six months in line with data
supporting the effectiveness of this. The effectiveness of this vaccine cannot be

understated, with Australia set to eliminate HPV in the next 20 years.%

Nevertheless, there are particular barriers for the HPV vaccine, which are
challenging on a number of levels. The HPV vaccine is one of only two vaccines
protecting against a sexually transmitted virus. Therefore, unlike many other
immunisations, the HPV vaccine prevents against disease occurring many years into
the future, with a long lag time. Barriers for this vaccine include reluctance on the
part of a parent to consider their adolescent as potentially sexually active in the near
future and concerns about ‘condoning’ early sexual activity by consenting to the
HPV vaccine. Decision-making for this vaccine can be affected by beliefs and values
about sexual activity, as well as the lack of imminent risk from the diseases against
which HPV immunisation protects.’2¢+6> A Cochrane Review which is underway to
examine ways to improve adolescent immunisation uptake, while specifically aiming
to assist in identifying interventions for LMICs, will extract evidence from all
countries.*® The protocol for this review outlines possible interventions, including
specific immunisation education and information given to young people and their
families, reminder or recall systems for missed vaccinations, financial incentives for
vaccinations, feedback about coverage to vaccinators, legislation of vaccine

requirement for school attendance and mass vaccination campaigns.*®

2.8.3 Varicella vaccine

Varicella-zoster virus most commonly results in chickenpox, which is a virus

characterised by flu-like symptoms and itchy red lesions on the body. It is
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contagious, spread by droplets or contact with the lesions. The majority of cases are
self-limiting, but prior to vaccination, 1500 hospitalisations and seven to eight deaths
occurred every year in Australia due to varicella complications such as pneumonia,

meningitis and encephalitis.®

One dose of the varicella vaccine gives approximately 85% protection against
contracting chickenpox, with up to 98% protection against severe illness with
chickenpox.®® The varicella vaccine was introduced to the Australian schedule in
2005 at 18 months of age, with a catch-up dose in early adolescence funded as part
of the school-based program from 2006. This adolescent dose was only given to
those who had not had prior immunisation or who had developed natural immunity
from the disease to cover those children who missed the preschool chickenpox

vaccination. This catch-up program was ceased at the end of the 2017.

2.8.4 Meningococcal ACWY vaccine

The Men ACWY vaccine protects against four of 13 serogroups of Neisseria
meningitidis, an organism usually present in the nasopharynx, but with the potential
to cause invasive meningococcal septicaemia. Although the overall incidence of
meningococcal septicaemia remains low, at 1-1.5 per 100 000, the rapid progression
of the disease process, high morbidity and 10% mortality rate ensures that prevention
remains a public health priority.®”¢® While a vaccine for the serogroup C has been in
the childhood schedule in Australia since 2003, a rise in invasive W and Y strains
since 2014 has caused concern. As a result, states and territories in Australia,
including Victoria, added time-limited Men ACWY vaccine to the immunisation
schedule in adolescence in 2017 and 2018. Since April 2019, Men ACWY has been
federally funded for infants at 12 months and adolescents in Year 10, or age

equivalent.

2.9 Adolescent Immunisation Documentation in Australia

Until 2018, the HPV vaccine was recorded through the HPV Register, which
documented all doses given through the SBIP, and doses given by community care
providers and General Practitioners (GPs) if they notified the Register. From this
Register, state and national HPV uptake rates were calculated using the doses
administered as numerator and the estimated resident population by age provided by

the Australian Bureau of Statistics (ABS) as denominator.®’
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Adolescent doses of dTPa, varicella and Men ACWY were not recorded on the
national AIR register until 2018. Therefore, at the commencement of this thesis there
was no national collection of adolescent immunisation coverage for these vaccines.
The Department of Health and Human Services (DHHS) Immunisation Division in
Victoria produces uptake data for these immunisations using records of the number
of doses of HPV vaccine given as numerator and Year 7 enrolment data from the
Department of Education (Victoria) as denominator. Prior to the AIR, other states in
Australia had varying ways they calculated uptake for these vaccines. For example,
Western Australia had a database to track school immunisations, which was recorded
by individual rather than aggregate data and allowed for the generation of a paper
record for each student.”” New South Wales produced coverage rates from the school
programme in a similar way to Victoria, but unlike Victoria did not include
immunisations given by other health care providers. Consistent recording and
tracking nationally is vital to determine not only uptake of adolescent vaccinations,

but also to allow identification of residential areas and schools with low coverage.®

2.10 The School-Based Immunisation Program

Australia has delivered immunisations through schools since the 1930s, both as one-
off mass vaccination campaigns and more recently as a routine program for
scheduled adolescent vaccinations.”! This collaboration between health and other
community sectors, such as education, to achieve high engagement in complex
population-based interventions is endorsed by WHO.”? Other countries with
coordinated SBIPs delivering adolescent vaccines as an alternative to health clinic-
based immunisation include Canada, Malaysia, Norway, the UK and Spain. In these
high-income countries, the provision of immunisations at school, either as a stand-
alone program or in conjunction with community providers, results in higher
adolescent immunisation uptake rates in the adolescent age group than countries with
community provider immunisation alone.*-**73 With infrastructure and financial
support, SBIPs also exist very successfully in some LMICs.”*”> In other LMICs
where school attendance is low or unpredictable, a SBIP is less effective if it is a

stand-alone strategy to deliver adolescent vaccines.’®

In Australia, state governments allocate federal and state funds to local government

or regional organisations to provide, manage and coordinate immunisation days at

23



Chapter 2 Background and Context

local or regional schools.”” On those days, immunisation nurses deliver the scheduled
adolescent immunisations in the school setting. Differences in administration of the

SBIP across states and territories are highlighted in Table 2-3.
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The recommended age for the scheduled immunisations in adolescence falls either in
the last year of primary school or first year of secondary school, and all states
therefore use grade rather than age for ease of implementation of the program. While
local governments in Victoria are mandated to offer a SBIP to schools through the
Public Health and Wellbeing Act 2008,”® schools are not mandated to take part.
Indeed, schools provide access and assistance to enable this program to operate on a
good-will basis.”” This program therefore encompasses a unique intersection between
three levels of government (federal, state and local) and the health and education

sectors, which requires an assumption of reciprocal co-operation.’-3

Local government immunisation providers negotiate the immunisation day dates
with schools and provide consent forms and information for distribution to parents.
Parental consent is required for nurses to administer immunisations to any student,
with written consent preferred, but verbal consent acceptable. In Australia, student
consent is not sought, although this has been considered in other countries.’! Student
assent is assumed and without this, it is logistically and ethically difficult to
administer a vaccine. It is not mandated for schools to provide education about

immunisations and there are no nationally standard resources to do so.”!:8?

Since 2013, local governments have the authority through the Public Health and
Wellbeing Act Amendment 2013% to contact families who have missed vaccinations
offered through the school program. Although schools are not compelled to provide
contact details for the students, they are encouraged to do so to facilitate follow-up of
delayed and missed vaccines, and do not require express consent of families to share
class lists with the immunisation providers. If students miss vaccinations, some
councils provide extra catch-up days at the school. If this is not possible, parents are
encouraged to visit their GP or attend a community immunisation session. These
guidelines are the same for students attending all schools, whether mainstream or
specialist education settings that enrol students with physical or intellectual

disabilities.

2.11 Disability

The WHO estimates that 15% of the world’s population live with disability, with 3-
4% facing significant challenges from related ill health, difficulties with

communication and accessibility, stigma and discrimination.?* An accurate estimate
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of the prevalence of disability is elusive, due to the absence of one comprehensive
definition and the wide variety of experience. An example of this can be found in a
study from Norway that compared 11 different measurements of disability in a
population and found the disability rates varied from 10% to 25% depending on the
tool used.®> Across countries, the variance can be even greater and this may be due to

the added complicating effects of language and cultural concepts of disability.®

While defining what is atypical is therefore dependent on context, disability is
commonly described according to four areas of impairment: intellectual, sensory,
psychological and physical. The severity scale generally used in population data
collection is mild, moderate, severe and profound, according to the degree that the
person needs assistance with core activities of communication, mobility and self-
care.’* In Australia, the ABS data set requires that a condition can only be
categorised as a disability when the impairment is one that lasts six months or more

and affects aspects of daily living.3¢

However, defining disability is more complex than classifying impairment. More
commonly, in the last 15 years, definitions of disability go beyond the medical and
biophysical aspects and suggest that disability is a social and cultural construct. This
Social Model of Disability (SMD) contrasts with the biophysical/medical model,
which views the individual with a disability as flawed and needing to be fixed.®” The
SMD is based on equality of the worth of each individual, and challenges the social
constructs that may prevent full participation in society for people with disability.
The United Nations Convention on the Rights of Persons with Disabilities (UN
CRPD),® ratified by Australia in 2008, has the SMD as its framework, describing
disability as arising:

...from the interaction between persons with impairments and attitudinal

and environmental barriers that hinders their full and effective participation

in society on an equal basis with others.®®

This definition distinguishes between impairment, which is the underlying medical
condition, and disability, which is the interaction between the impairment and the
social, cultural and environmental barriers that prevent good health, full participation

and acceptance.
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The complexity of defining disability is such that it has been the subject itself of a

doctoral dissertation.®” Within this research, Gronvik® describes five types of

definitions of disability:

1.
2.
3.

Subjective — disability is defined by the person

Functional — based on physical and mental limitations
Administrative — based on criteria necessary for funding and welfare
purposes

Social — based on the SMD, where the environment limits the person
Relational — based on the interaction between the individual and the

environment

Therefore, disability is defined by the purpose for which a definition is required. The

social and relational definitions recognise the environment as pivotal in shifting a

functional difference to a disability. This is reflected in the International

Classification of Functioning, Disability and Health (ICF), which is a broad measure

based on impairments of body function, activity limitations and participation

restrictions, and it also encompasses environmental factors impacting on the

individual.”® This framework is endorsed by the WHO and is the internationally

accepted classification system for disability in health-related contexts.”**! The ICF

framework is represented in Figure 2-5.
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Health condition
(disorder or disease)
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and structures T T
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Figure 2-5 The Relationship between Body Functions, Activities and Participation in
Health-Related Conditions as represented by the ICF Framework

Source: WHO. International classification of functioning, disability and health
(ICF). Geneva, Switzerland: World Health Organization; 2001.

A full appreciation of the environmental and cultural influences on people with
disability through history is required in order to interpret the definitions of disability

1n context.

2.12 Disability History and Disability Rights

For centuries, in most countries and cultures, those with a disability were deemed
inferior, shunned and denied basic rights.®? This stemmed from fear and
misinformation; in particular, religious and occult beliefs of disability as a sign of

1.9293 The institutionalisation of people with disability emerged in the Middle

evi
Ages as a way to both protect and care for those who were deemed unable to care for
themselves, but also to segregate the ‘insane’ from the general population.®? This
included those with mental and physical impairments, but also anyone who did not
fit into mainstream society, such as criminals, alcoholics, prostitutes and
vagabonds.”>* By the 17" century, there was emerging compassion for those with
disability, but treatment and care were still harsh and rooted in a hierarchy that
considered those with difference should be pitied and protected, but viewed them,

nevertheless, as inferior.%>?3
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It was not until the mid-18" century that there was any systematic education of those
with disability, supported by the ideals of the Enlightenment.”?> Relevant values to
emerge from this period included new views about equality in society, individual
integrity, humanism and the power of education and knowledge. Schools for the
blind and deaf emerged throughout Europe, America and the UK, later followed by
schools for the ‘mentally retarded’, which was a very broad term that at the time
encompassed intellectual disability and mental illness. The rise of eugenics in 19
century compounded institutionalisation and brought with it sterilisation of those
with disability, justified by the belief in the need to eliminate ‘weakening’ of the

1.%* These beliefs persisted well into the 20" century, and indeed,

gene poo
sterilisation of females with disability and abuse and neglect in institutional care

persisted through the late 20" century.?+%3

Concurrently, an increasing social consciousness of disability rights was developing,
in part due to the large numbers of veterans from the two World Wars returning
home with visible disability. In 1948, the United Nations (UN) adopted the Universal
Declaration of Human Rights,”® which referred to rights, freedoms and liberties of all
persons including those with disability. This began incremental steps towards a shift
in thinking about people with disability as having equal rights, leading to the
development of the UN CRPD?®® in 2006. The pathway to this important convention
is detailed in Table 2-4.
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2.13 Disability in Australia

In Australia, 4.2 million people (18.5% of the population) have a disability, of whom
1.2 million people (6%) have impairments categorised as severe or profound.”’
Approximately 7% of children under 14 have a disability, about half of which are
severe or profound.®® The areas in which people with disability need the most

assistance are cognitive tasks, communication, mobility and self-care.

In 2009, the Australian Government commissioned a working group to inform the
National Disability Strategy (NDS). The resulting report, Shut Out, detailed barriers
in many areas for people with disability in Australia.”® This included barriers to
social participation, educational and employment opportunities, access to services
and adequate funding.”® This report provided the basis for the NDS, the key reform
of which is the rollout of the National Disability Insurance Scheme (NDIS) from
2016.%°

The NDIS shifted disability funding from a welfare block-funding approach to a
whole-life individualised approach, in which participants have ‘choice and control’
over the way funding is used and services are provided.!? It must be noted that while
support for this shift in service provision and funding for people with disability was
significant, the roll-out of the scheme has been, and continues to be, subject to
criticism.'! Nevertheless, the NDIS has been one of two key disability-related policy
developments in Australia during the period of this thesis. The second main policy
event, strengthened by the choice of service providers brought about by the NDIS,
has been the increase in social and political awareness of systemic abuse of people
with disability in institutional care,!*?> which culminated in the announcement of the
Disability Royal Commission in May 2019.!% Tt was therefore within this political

environment that data collection for this thesis took place.

2.14 Education of Young People with Disability in Australia

The Disability Standards for Education 2005'% requires government schools in
Victoria to make accommodations for students with disability and special needs. The
Victorian Education Training Reform Act 2006 mandates equal access to local
government schools and equal opportunity for participation for all students.!? The
Department of Education and Training in Victoria (DET) has a number of policies to

assist schools in providing appropriate and inclusive education.!?®!%7 This
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incorporates targeted funding for students with a variety of special needs within the
Program for Students with Disabilities (PSD). While 15% of students in Victoria
need some adjustment in schooling, only 4% receive targeted funding under the
PSD.!%7 The vast majority (85%) of these students have a primary diagnosis of
Intellectual Disability (ID) or Autism Spectrum Disorder (ASD), with only 4%
having a primary diagnosis of physical disability.!%

International best practice prefers inclusive education over segregated specialist
settings for young people with disability in terms of educational and social

outcomes. %1% Before the 1980s, students with disability in Australia had limited
accessibility to appropriate education that maximised participation and learning
achievement. Victoria led the way amongst Australian jurisdictions with the report of
the Ministerial Review of Educational Services for the Disabled (1984).197 This
provided for access for children with disability to their local government school and
was subsequently supported by the Disability Discrimination Act 1992 (Cth),''°
which legislated the right for children with a disability to attend mainstream
education. Other key legislation and policies regarding education for students with

disability in Victoria and Australia is presented in Table 2-5.

35



Chapter 2 Background and Context

uoneonpeo
Surpnjour s3urpes Jo Joquinu e Ul AN[IqesIp Jo siseq o) U0 A[qeinoagjun
uosiod ® jeoI) IO SJRUIWILIOSIP O [NJMmE[Un SI J] :UOIR[SISS] UBLIOIOIA

(or1) 010C 1oy Sunpioddoy jonbsy

SPo2U JI2Y] 192U 0] UOTIEPOWIUIOOoR JUSIDIIINS ST 0127}
J1 [oOUoS JUSWILIA0S JOYI0 IO pajeuSIsop J1oyl Surpuape Surpnjoul spuapnis 1910
S SJUSWIOINUS SWes oY) dARY A[IqesIP YIm SJUudpNS [UOIB[SISO ] URLIOIOTA

(O141) 9007 10 WAO Y] SUIUIDA L PUD UOIIDONP T

ANTIqeSIp Yum sjuopnys I0J Surpuny pojedie; Surpnjoul s[ooyos
10J [epow Surpunj pue 195pnq oY) SOUIINQ UL SUIpun,j YIeomuotumio))

£107 1udua00.4dul] 00YOS 40f U] JOUOCIION

UL Wo0IS Yy WLIOJOY uoreonpyy
JeuoneN pue justuaaordw] [ooyos 10J ue[d [euoneN o) Jo uonejuswajduur
pue [opowr SUIPUN] PAseq-SPasU B JOJ SOPIACIJ [UONR[SISYT I[eomUuottuo))

(Y1) €10 10Y UOHDONPT] UDIIDAISHY

Surjooyos UeIRIISNY UI 90US[[20X2 pue A3inbs — | Jeon) ul
ANTIqesip sopnjou] ‘sI2SIUI UoReonp? Jo Wnioj Jo sswoonQ Asrjod uerjensny

(S00Z) suvipLIsny Suno
JO SIpoLry [PUOLIDONP T UO UOTIDAD]OD(T dULNOG]D I

Z1 Jes X Sunejduwoo pue s[ooyos wealjsurew ul
ANIqesIp yim sjuopnis Jo Jequuinu Surpnjout ‘uorjeonpo Ayenb-ySiy sarsnjour ur
Sunedronaed Ajiqestp yim ojdoad Jo sowooino 10J 19s s1edre], :Aorjod uerensny

0Z0Z-010Z (3210415 A1111qDSICT [PUOLIDN

juswssetey Jo UOTIRUIWII[S ‘so0rAlds jroddns
uopnys ‘AISAI[OP ‘uornelIpaIooe quowdooasp wnjnoruno ‘uonedronred Surioaoo
‘spuopnjs I0J SUOHEPOWUIOOOR S[qRUOSEII 10] SOPIAOIL] plepurlS UeI[ensSNy

(S00Z) uonpONp i 40f Spsvpuris 111qosicy

B[NOLLIND

[ooyos SuIpnoul ‘SANIANOR [BUOHEONPS 0] SS9008 AUSP 10 JOLISAI 0] IO ‘JOolos

Ur JUSWOJIUS 0] UoTIR[aI Ul AJTIqesIp Jo siseq oY) uo uosiad e jsureSe ojeuUTWIIOSIP
01 AQJLIoyine uoneonp? Ue I0J [njmejun ST j] :UONER[SISYT I[eomuomutuo))

(Y1) C66T 10 uonpUuLIoSI(T 41111qpsicT

SN0, 10 JUAUO0) L3

AITANY
JI0 paIepue)}s ‘A510J JUSUWIILIIA0L) “UOTIBISISI |

DYDLISNY ‘D1403O14 Ul (1IgDSIT YIIN Sjuapnis Jo uoyvonps 40f 421104 puv uonyvjsi3ay A2y ¢-7 219

36



Chapter 2 Background and Context

37

TLH9T(1#)91°09(1 610T THqesI(T 103[[I] 1ovLd K010 [ "Aotjod UOHEONpS [00Y0S URI[RIISNY
JO 1X01u00 2y} Ul seonjoeld ATRUOISN[OXS JO MATARI JUSWNOOP Y ) ANSUIYOIN ‘Y Auuay ‘N 9JJeoY ‘I, ouooe] :woij peydepy

JUSWUIA0L) Y} Aq pajdaooe a1om yorym
JO 1S0W ‘SUOTIRPUSTUUIOIAT PILIBA §7 PIPIAOIL] "epuade WIOJAI UoHLINpa siI
Jo 1red se JUSWIUISAOL) 2)e)S URLIOIOIA O} AQ POUOISSIUIIO)) (MOTASY URLIOPIA

Q10T san11qosiy
Y1 SJUBPNIS LOf D404 Y] JO M3y

MITARY

SISO 10 Juajue. ) A0 JI0 pIepue)s ‘A51[0J JUIUIMLIIAOL) “UONER[SISI ]




Chapter 2 Background and Context

Despite the legislation and policies put into place in the last three decades, the
proportion of students with disability enrolled in mainstream schools has not
significantly increased in this time.!!! The ideal of inclusive education in Australia
has never been fully realised. All states and territories offer specialist school settings
catering for students with physical and intellectual disabilities, with 448 stand-alone
specialist schools in Australia, in addition to numerous specialist units attached to
mainstream schools for students with disability.!!! Nearly half the students with
significant learning needs due to disability in Victoria (47%) attend one of the 81
specialist schools, which cater for the education and wellbeing needs of students with

disability, emotional or behavioural disorders.!"’

2.15 Specialist Schools in Victoria, Australia

There are a number of types of specialist schools that are defined by their enrolment
criteria. Within this, there is some individual school flexibility in enrolment,
particularly with regards to the level of intellectual disability. The enrolment criteria

of different types of specialist schools in Victoria are outlined in Table 2-6.

Table 2-6 Types of Specialist Schools in Victoria, Australia

Type of Specialist School Enrolment Criteria

Mild intellectual disability with an

Specialist Schools (SS) intelligence quotient (IQ) of 50 to 70

Moderate to profound intellectual

Special Development Schools (SDS) disabilities with an 1Q of less than 50

Dual Mode Schools (DM) (also
referred to as Special Development
Schools or Multi-Mode Schools)

Physical Disability Schools (PD) (also | Physical disability or chronic health

Mild to profound intellectual disability
with an IQ less than 70

referred to as Special Development issue requiring ongoing allied health
Schools) support

Autism-Specific Schools Autism with intellectual disability
Sensory Specialist Schools Hearing or vision impairment

A number of allied health and paramedical support staff, such as physiotherapists,
speech therapists and occupational therapists are employed within the specialist
school system to provide interventions to assist with disability aspects of functioning
that impact learning for these students. School nurses are employed in each of the

four physical disability schools in Victoria, which enrol the children most in need of
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daily health care intervention. Other specialist schools also employ a school nurse if
their funding permits, but this is by no means universal. If no school nurse is
employed in these settings, teaching or administrative staff are nominated to manage

first aid and health care emergencies.

As with all public schools, there are preventive health programs that can be run in
schools.!'? These can be run internally in collaboration with external health care
providers. This type of intersectoral collaboration between schools and health care

services can act to promote health equity.!!>!!4

2.16 Health Equity for People with Disability

Atrticle 25 in the UN CRPD declares that State Parties (to the Convention) shall:

Provide persons with disabilities with the same range, quality and standard
of free or affordable health care and programmes as provided to other
persons, including in the area of sexual and reproductive health and

population-based public health programmes.™

This highlights that without special attention to ensure there are no social, logistical,
communication or education barriers to provision of good and equitable health care
for people with disability, they are at risk of poor health outcomes. This complex
relationship between social circumstances, environment, health and disability is
illustrated in the fact that 80% of people with a disability live in LMICs.!!>!16 Indeed
“poverty is both a potential cause and consequence of disability, ”''® which is
apparent also in affluent countries such as Australia, where nearly half (45%) of

people with a disability live in poverty or near poverty.!'!’

Australian research reveals a significant gap between the health of people with
disability and the general population beyond factors relating to medical aspects of the
impairments they experience.”®!!811% Adults with intellectual disability in Australia
are more likely to be overweight or obese, smoke, have cardiac disease or diabetes,
and die prematurely from preventable disease than those without disability.!17-11?
This gap is directly related to social inequity, including difficulties in acceptance in
the community, and impaired ability to access education and opportunities for

employment.
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Access to primary health care is less than optimal for people with disability. Barriers
include transportation issues, communication, lack of confidence and lack of
knowledge about the health care system.”®!!7120 Barriers to breast screening and
cervical screening in women with disability have been well described.!!8:121-125
However, there is very little known about other preventative health care for people
with disability. The multiple disadvantages experienced by people with disability

signify the importance of investigating preventive health care, such as immunisation,

in this group.

2.17 Disability Rights, Health and Immunisation

The importance of access to immunisation for people with disability in the context of
the history of disability rights should not be underestimated. Organised and
widespread immunisation programs have the potential to alter the morbidity and
mortality, and therefore the strength, prosperity and quality of life, of populations.
Although this potential is discussed in relation to LMICs, populations with low
immunisation coverage within countries with high immunisation rates are easily

overlooked. This compounds the health inequity for people with disability.

The intersection between disability rights, health and immunisation is clearly
articulated in the UNICEF background paper Disability prevention efforts and
disability rights: Finding common ground on immunization efforts.'?® This paper
highlights the inequity in access to immunisations for children, young people and
adults with disability internationally, and the impact of that on the health and
wellbeing of people with disability. Groce and Lang (2012)!2° suggest this is due to a
number of factors, such as inequitable access to health services, exclusion from
health care initiatives, and a lack of understanding of the safety of immunisation for

children with underlying disability.

In addition, the authors examine the practice of emphasising the prevention of
disability by immunisation against communicable diseases, without equal emphasis
in ensuring those who have a disability already are also immunised.!?® The subtext of
this divide is that those with a disability derive less benefit or are less important in
terms of ensuring immunisation, as they are already disabled. This bias has far
reaching consequences for the health of people with disability, both in childhood and
through to adulthood. The paper concludes that:
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There are indications that (people with disability) are not getting immunized
at the same rate as their peers without disabilities primarily due to social
and cultural determinants...® The health and disability agendas should be
brought closer together to ensure prevention efforts such as immunization,

do not further stigmatize people with disabilities."*®

This paper is unique in highlighting the need to better understand the factors that
influence immunisation practices for this population and for further research in this
area as both a health and equity issue. However, the paucity of cited evidence on the
uptake of immunisations with disabilities prompts the need for a comprehensive
literature search to determine the current state of knowledge about immunisations in

people with disability.

2.18 Chapter Summary

This chapter provides background to the fields of immunisation, particularly the
SBIP in Australia, disability definitions and the relevant historical, cultural and
political aspects. The intersection of immunisation for people with a disability is
established as one of health and equity, and as important in the Australian context.
This chapter establishes the need to understand the state of knowledge about
immunisation for people with disability, and provides the context in which the
literature search, and indeed the entire thesis, took place. The next chapter will be an
in-depth exploration of the literature pertaining to adolescent immunisation health

service delivery in specialist schools in Victoria, Australia.

$ The conventional use of “...” in a quote was adopted throughout this thesis indicating that words
were omitted from a direct quote, for practical purposes, where omission of words did not change the
meaning of the quote.
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3 LITERATURE REVIEW:
IMMUNISATION IN Y OUNG PEOPLE
WITH DISABILITY

3.1 Introduction

This chapter reviews the literature on immunisation in children and young people
with disability. This includes an overview of VPDs in people with disability, an
explanation of the literature search strategy and an in-depth critical analysis of the
relevant studies from this search. A discussion of the difficulty of the synthesis of
this evidence and some important gaps in both the literature and government
collection of data leads to the thesis aim and research questions. This review covers
the literature up until February 2017, when data collection for Phase One, the first
research study, began. Literature published after this time is appropriately appraised
in Chapter 9 of this thesis. The chapter concludes by specifying the aim and research

questions for this thesis.

This chapter formed the basis of a published review on immunisation in people with

disability,'?” included for reference in Appendix C.

3.2 Consequence of Vaccine Preventable Diseases in People
with Disability
An assumption within this thesis is that immunisation is an important preventive

health intervention for all people, including those with a disability. From the

principle of equity, this is logical. From a health perspective, there is also evidence to
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suggest that people with disability are at higher risk from VPDs. This is despite the
fact that disability is not one of the descriptors included in the ‘special-risk’ groups
in the Australian immunisation guidelines outlined in the government-endorsed
Australian Immunisation Handbook.'?8 These special risk groups cover a variety of
populations that are known to be particularly vulnerable to VPDs and require
different schedules or additional immunisation recommendations. Underlying
disability, in particular physical disability or disability related to prematurity,"”
predispose an individual to acquiring illness and severe sequelae from viral and
bacterial infections.!?® This includes all VPDs that have a respiratory or neurological
component, including measles, mumps, rubella, diphtheria, tetanus, pertussis,

varicella, Hib and influenza.

Data about morbidity and mortality from VPDs in people with disability can be
found in reviews of VPD outcomes. The majority of these reviews concern influenza
outbreaks. In a UK review of the 2009-10 influenza A HIN1 pandemic, 54% of the
paediatric deaths were in children with chronic neurological disease, such as cerebral
palsy (CP) and epilepsy.'*° In a review of the same pandemic in Canada, 11.5% of
children admitted to hospital had neurological or developmental disorders, the
second most common group after chronic respiratory conditions.!*! Two children in
this review died; both had epilepsy, one with developmental delay and the other with

CP.!3! This is mirrored in other reviews of influenza morbidity and mortality.!32-133

There are fewer reviews of other VPDs, perhaps reflective of the significantly fewer
cases of such diseases compared with influenza. Hjuler et al.!*® reported on the risks
of invasive pneumococcal disease (IPD) in children with underlying chronic disease,
which included some subgroups with disability. This study found that for children
with neurological disorders, the adjusted risk ratio of IPD was 2.7 (CI 1.9-3.9). A
disproportionate number of children with underlying disability also have a
complicated course with varicella. In a prospective audit in the UK and Ireland,

Cameron et al.'?’

reviewed children and young people under 16 years hospitalised
with varicella and found 13% had congenital abnormalities, Trisomy 21 or CP. Of

the 112 cases, there were six deaths, three with physical disabilities.

** While ‘preterm infants’ is a category of ‘special risk’, this primarily gives guidance for the newborn
and early infancy period, not the ongoing immunisation special needs of ex-premature children in
terms of health and disability.
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The literature on morbidity and mortality from acute infection from VPDs in people
with disability clearly highlights the importance of immunisation in this population.
One VPD that may prompt different assumptions about level of risk is HPV, as it is
not an acute illness but a sexually transmitted virus with a long lag time until
development of disease.”” Preconceptions and prejudices in relation to the sexual
activities and needs of people with disability can create barriers to acceptance of this
vaccine.'*® Acknowledging the need to optimise uptake of the HPV vaccine for
young people with disability requires recognition that their sexual health is important
and relevant. Providing and promoting HPV vaccine uptake for young people with
developmental disabilities is not only a matter of equality of access to health care,
but is essential, because this population are as likely to explore their sexuality as
typically developing adolescents.!**-143 Sexual risk is also disproportionately high in

this population, particularly with regards to abuse of women with disability.'4%-144

As morbidity and mortality from HPV takes decades to develop, the impact of this
virus in people with disability has not been measured. However, for women with
disability, the low rate of cervical screening is a recognised issue, with many barriers
described, including physical, logistical, communication issues and knowledge about
the service.!!81217125 This evidence of low rates of cervical screening further

emphasises the importance of HPV immunisation for girls with disability.

In Australia, the absence of recommendations for people with disability in special-
risk group guidelines has far-reaching consequences. Groups that are named ‘at-risk’
are the subject of data collection and research for evaluation purposes, and
consequently are likely to attract research funding. However, research on
immunisation in children and young people with disability is sparse, and finding this

literature required a rigorous search strategy.

3.3 Search Strategy

In this thesis, the literature search undertaken on immunisation in young people with
disability aimed to encompass any study including children or young people in
adolescence with any disability, physical or intellectual, which occurs or is
diagnosed early in life. One of the challenges in designing such a search concerned
the number of terms used internationally to describe disability. A detailed list of

disability and immunisation search terms was compiled in order to mitigate the
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possibility of missing literature due to terminology. An experienced developmental
paediatrician assisted in compiling a list of disability search terms, incorporating
both broad descriptors and specific diagnoses. This ensured that a comprehensive
search of the disability literature was conducted. These terms were paired with
immunisation keywords in order to find relevant articles within five databases:
Pubmed, CINAHL, ERIC, Embase and Scopus. The full list of search terms can be
found in Table 3-1. Reference lists of identified articles were also searched for other

relevant studies.

Table 3-1 Literature Review Search Terms

Disability Term

AND

Immunisation Term

intellectual disability
developmental delay
mental retardation

learning disability

neuro disability

physical disability

epileptic encephalopathy
hydranencephaly
microcephaly
schizencephaly
lissencephaly
polymicrogyria

cortical migration disorders
metabolic syndromes
Cerebral palsy

Autism Spectrum Disorders
Prader-Willi

Spina Bifida

Epilepsy

Cognitive impairment
Dravet’s syndrome
Angelman syndrome
Fragile X

Ohtara

West syndrome

Infantile spasms
neurodegenerative disorders
neuroprogressive disorders
Aicardi-Goutieres syndrome

vaccine™

immun*

vaccine hesitancy
vaccine schedule
vaccine acceptance
vaccine complacency
vaccine refusal

vaccine decision-making
vaccine concerns
vaccine delay

vaccine communication
vaccine strategy

vaccine recommendation
vaccine preventable diseases
Human Papillomavirus
MMR

Hep B

DTP

influenza

varicella

rotavirus

Hib

Poliomylitis

Adolescent vaccin*®
School vaccin*
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Infantile neuroaxonal dystrophy
Pantothenate kinase 2 deficiency
Tuberos Sclerosis
Leukoencephalopathies

Rett Syndrome

Trisomy 21

Trisomy 13

Trisomy 18

Cru-Du-Chat

Cornelia de Lange

Spinal muscular atrophy
Duchenne’s muscular dystrophy
Batten’s disease

Mitochondrial diseases
Neurofibromatosis

Turner’s syndrome

Noonan’s syndrome

PKU

Tay-Sachs disease
Beckwith-Wiedemann

22q microdeletion

storage disorders

Fredrich’s ataxia
Leukodystrophy

Niemann-Pick

dystonia

choreoathetosis

spasticity

quadriplegia

tetraplegia

diplegia

Fetal Alcohol Syndrome
Acquired brain injury

agenesis of the corpus collosum
Wilson’s disease

Familial Spastic Paraplegia
Charcot Marie Tooth disease
Cockayne syndrome

Alexander disease

All studies exploring or including specific findings pertinent to immunisation in

children and young people with disability were included. Although studies on
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immunisation in adults with disability were consulted for context, these were
excluded in this targeted literature search. Also excluded were studies focusing on
disability that occurred, or was believed to have occurred, due to immunisation.

There were no limitations on language or date for this search.

3.4 Immunisation in Young People with Disability

Twenty-four studies were found that examined immunisation in children and young
people with disability.'*-1%” Two studies were over 20 years old,'**!53 however the
vast majority were published since 2008 (see Figure 3-1), which corresponds with
the rise of the disability rights movement and increased awareness of equity for
people with disability. Thus, the weight of evidence from studies found on this topic

1s current.

2002
2003
2006

BINumber of articles published

Figure 3-1 Number of Studies Published per Year on Immunisation in Children and
Young People with Disability

Table 3-2 details the studies identified. The majority of the studies have
immunisation uptake rates as a primary or secondary outcome measure, and 22 of the
24 studies (92%) were undertaken in high-income countries. These include countries
in North America, Europe, Asia as well as Australia.!®!163 Therefore, the studies
encompass a variety of immunisation schedules and service delivery methods. The
studies also vary in how disability is defined, and the participants included. It is

therefore difficult to gain a comprehensive understanding about experiences,
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behaviours, barriers and facilitators of immunisation in this population from these

studies.
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3.4.1 Coverage data

The majority of the studies measured immunisation coverage, with 16 of the 24
studies (67%)!46-148.151.153,154.156,138,161,162,164-169 ca]cylating the uptake of one or more
vaccinations in a population of children and young people up to age 18 years with a
disability. Some studies measured immunisation coverage indirectly. Two studies did
not specifically explore a cohort of people with disability but instead found that
disability predicted incomplete vaccination, including in girls in non-mainstream

157 and Trisomy 21 and ASD amongst school students.!>® One study explored

schools,
whether infants with congenital malformations predicted low immunisation

coverage.'6

Almost all the direct coverage studies (13/16; 81%) found that children and young
people with disability had lower rates of immunisation uptake across a range of
different vaccines than their typically developing peers, !46-148.153.154.156,158,161,165-169
Only three studies found that children or young people with disability had similar
rates of immunisation as typically developing children.!>1:162165 Groce, Ayora and
Kaplan (2007)!62 reported a small study from Ecuador which found that 31 of 32
children with disability were immunised at the same rate as their typically
developing siblings, despite poverty, isolated locations and difficulty accessing

health care. The authors suggested that the specific culture, which valued children

with disability, influenced immunisation practices.

The only other study of immunisation in children or young people with disability in a
LMIC had quite different results, but supported the need to consider the cultural
context of children with a disability.!¢® This study was from Nigeria, and it explored
the determinants of immunisation coverage in children six months to five years with
neurological conditions attending an outpatient neurology clinic. The findings
suggested that, apart from parental education and socioeconomic status, the degree of
disability that was visually apparent negatively affected immunisation coverage.
More research in LMICs may improve understanding of how different contexts
impact health care decision-making and act as a barrier to delivering equitable

preventive health care for people with disability.

A second study that reported no difference in coverage between children with and
without disabilities was a data linkage study from the USA. This study found that
Children with Special Health Care Needs (CSHCN) between nine and 36 months had
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immunisation rates similar to typically developing children.!6> These results must be
interpreted with caution in the context of the definition of ‘Children with Special
Health Care Needs’, which is commonly used in the USA. This is a very broad
definition that includes children who require health or medical input above what
would be typical, any child on prescription medication or with emotional or
behavioural disorders or chronic illness, as well as those with a disability.!” It is
interesting that other studies from the USA have not replicated this finding with an
older age range of young people with SHCN. 4158 Ag it is likely that the cohort of
CSHCN narrows after early childhood intervention and the period of assessment and
diagnosis of disability, this suggests that once the category of CSHCN is more

focused, a difference in immunisation coverage may be apparent.

A third study, also from the USA, found no difference in immunisation rates between
children and young people with disability and typically developing children. This
was a large study of influenza immunisation uptake in children with high-risk
conditions, including neurodevelopmental disorders such as CP, ID and epilepsy.
The results of this study found 50% of parents of these children had immunised or
were intending to immunise their children against influenza, which was similar to the
general population. It is difficult to compare these findings with studies examining
coverage of other immunisations because in the USA, as in Australia, influenza
vaccine is recommended for at-risk groups including children and young people with
chronic illness. This applies to those with disability where there is impaired
respiratory health, which is often present in children with CP, physical disability and
other neurological conditions. Therefore, the expectation is that an aggregate group
of children and young people with disability would have higher influenza vaccine

coverage than the general population.

Nevertheless, this is not the case in any of the three studies exploring influenza
immunisation,!>-17-168 although both Smith et al. (2015)!°! and Yen et al. (2012)'8
found that those with more severe physical disability were more likely to have
received the influenza immunisation than those with milder disability. Interestingly,
Pandolfi et al. (2012)'%” compared influenza immunisation coverage for a number of
disease groups and found those with neurological disease were far less likely to
receive the influenza immunisation than other at-risk groups, such as Type 1 diabetes

and HIV. This suggests that perception of risk is less for those with respiratory
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compromise due to disability, rather than respiratory compromise due to a disease
process. This belief is echoed in a study which found that although the majority of
paediatricians (74%) recognised CP as high risk for influenza, only about half
acknowledged the importance of influenza immunisation for those with epilepsy
(51%) and ID (46%).!°! This was significantly lower than the 94% who

recommended immunisation for children with asthma.!>!

Some studies did not aim to measure immunisation coverage. One such study
explored overall health service use amongst youth with ASD and found that they
were less likely to receive immunisations.'® Another assessed whether enhanced
primary care in the form of a dedicated nurse practitioner to coordinate the child’s
care improved immunisation rates for CSHCN, with no significant difference
found.!>® Two studies examined parental decision-making about vaccines after a
diagnosis of ASD in their child.!*'4° Both these studies concluded that parents were
more likely to miss or delay immunisations after their child’s diagnosis of ASD, and
suggested that this may be due to persisting concerns about the disproved association
between immunisation and ASD. However, even though these studies did not focus
on immunisation coverage, they all measured outcomes numerically rather than

qualitatively.

3.4.2 Qualitative data

While quantitative methods are vital in understanding immunisation coverage,
qualitative methods are required to understand the issues relating to the
immunisation of children and young people with disability. Qualitative research is
more appropriate than quantitative data to determine the complex reasons for lower
coverage. Despite this, only one study undertook qualitative data collection, and this

study did not report the qualitative analysis in their published paper.!®

Therefore, at present there is no qualitative research reported on immunisation in
children and young people with disability and this highlights a clear knowledge gap.
A wider search of the literature only found one relevant qualitative study of adults
with disability, which explored their satisfaction with a program to immunise against
Hepatitis B.!”! This study used qualitative interviews with adult clients with
intellectual disability and questionnaires with care staff to investigate the logistics of

Hepatitis B delivery, use of restraint and information needed about immunisation for
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this population.

There are also qualitative studies that examine the SBIP in the context of mainstream
schools.”®-113:172-175 The majority of these studies use qualitative data from the
immunisation nurse perspective to explore the implementation of HPV immunisation
in the SBIP. Burgess et al. (2016)!!3 refer to the issues of “time, turf and trust” in
their discussion of the challenges relating to the school/health collaboration. More
specific themes from these studies include clear communication, nurse workload, the
logistics of immunisation day, peer support, distraction techniques and
consent.”!113:173.174 Thig qualitative analysis allows an understanding of the
experience of immunisation and barriers to immunisation that is not available from
quantitative studies. However, the issues in specialist schools may be quite different
from those in mainstream schools, and to apply the findings from these studies

without specific data from these schools would be misguided.

Within the body of research on young people with disability, there is a lack of both
the in-depth qualitative research and the discernment of the perspective of multiple
stakeholders that is apparent in studies of the SBIP in mainstream schools. In
particular, the perspective of health care providers is essential for a complete
understanding of the barriers and facilitators to immunisation service delivery in this

population.

3.4.3 Provider recommendations

This literature review revealed scant research that explored the opinion and
behaviours of health professionals in their role of providing advice about
immunisations to families with children with disability. Three studies included
paediatricians’ perspectives on immunisation.!#6-131:152 Only one study!>? focused
primarily on providers; it examined paediatrician advice about immunisation for
children with severe handicap or epilepsy in the Japanese context, where epilepsy
was a contraindication to immunisation until the mid 1990s. This study had a

response rate of 52%, with 10% of the these being paediatric neurologists.

Not one study was found that examined the perspectives and concerns of GPs or
immunisation nurses about immunisation in people with disability. This lack of
research limits the current level of understanding of influential factors regarding

immunisation decision-making and service delivery, as well as the interventions that
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may be required by health professionals. Nevertheless, several studies that examined
the perspective of families revealed the positive influence of health professionals in
recommending immunisation in young people with disability.!>!:167 In addition,
Reiter and McRee (2016)!'°® found that the strongest correlate of immunisation in
youth with SHCN with disability was regular health checks.!>® The importance of
health care provider recommendation is consistent with the literature regarding
interventions to improve confidence and uptake in immunisations in the general

population.?

3.4.4 Adolescent immunisations

While 13 of the studies found included young people in adolescence in the study

participants, 146,147,151,153,154,156-159,164,167-169

only four studies focused exclusively on
adolescent immunisations. There were no adolescent immunisation studies from
Australia. The studies included one each from the UK!37 and Canada,'>® which both
offer a SBIP for adolescent immunisation, and two from the USA, #6158 where

adolescent vaccinations are administered in the community setting.

Three of the studies focused only on HPV immunisation,!46:157:159

and one study
included tetanus and conjugate meningococcal vaccine as well as HPV.!%® Reiter and
McRee (2016)'® found similar rates for tetanus immunisation but lower coverage of
meningococcal and HPV immunisations in youth with SHCN, as compared with the
general population. In the other adolescent specific studies, young people with
disability had lower rates of HPV immunisation uptake relative to their peers,'46-157

or were associated with HPV vaccine refusal.!>®

3.4.5 Immunisation in young people with disability in specialist schools
Only two published studies examine immunisation in specialist schools, both from
the UK. In South West England, Fisher et al. (2014)'%7 explored correlates of HPV
vaccine uptake in girls aged 12 to 13 years. After multivariable analysis, girls
attending non-mainstream school settings were less likely to initiate or complete the
HPV vaccine immunisation schedule (initiation: adjusted OR 0.16, 95% CI: 0.11—
0.24; completion: adjusted OR 0.27, 95% CI: 0.17-0.44). The second study by
Tuffrey and Finlay (2013) did not specifically examine adolescent immunisations but
focused on childhood immunisation uptake in children and young people attending

specialist schools aged four to 17 years.!*® However, elsewhere this research group
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referred to unpublished data on low uptake of the HPV vaccine for girls in specialist
schools in this region (77%) relative to girls in mainstream schools (93%).!7¢!77 The
authors of this commentary article suggest reasons for the lower coverage, including
issues of informed consent or assent to the immunisation, and parental reluctance to
consent due to safety concerns or a belief their child with a disability would not be

sexually active.!”’

Regarding young people with disability in Australian specialist schools, there is no
literature on the coverage, experience, barriers or facilitators of adolescent
immunisations. In addition, there are no data specifically referring to immunisation
in specialist schools maintained in government records. Although aggregate figures
on school immunisations are collected by state governments for planning and
evaluation purposes, the recognition of inequities in immunisation service delivery
for vulnerable populations relies on the existence of disaggregate data. Aggregate
immunisation uptake figures do not generally identify small populations at risk of
under-immunisation, and therefore lower immunisation coverage in people with

disability can be missed.

The issues regarding lack of recorded data for immunisation of young people in
specialist schools in Victoria is significant. Uptake data are collected utilising the
number of immunisations given as the numerator, and year level enrolment (Year 7
or 10) as the denominator. As the majority of specialist schools are ungraded, there is
no year level enrolment number and so no such data are calculated. No consistent
method is employed to utilise an age range for the denominator data, and therefore
uptake of immunisation in specialist schools is not reported in the overall school
immunisation rates in Victoria (private communication). Therefore, this population is
currently absent in Victorian government data collection. The combination of a
paucity of research and failure to include ungraded schools in routine data collection
has wide ramifications for health equity, health service planning, allocation of
funding and resources, and development of best practice for the immunisation of

young people with disability in specialist schools.

3.5 Importance of this Thesis

There is a clear need for both local coverage data and qualitative research on

immunisation for young people with disability to clearly identify the barriers and
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enablers to service delivery for this population. The studies that have been published
focus on immunisation coverage in other countries and the overwhelming majority
have found that this population are at risk of missing childhood and adolescent
immunisations. However, with only two childhood immunisation studies from
Australia, and a wide variety of settings, definitions of disability and methodologies
used, it is difficult to ensure these data are relevant to specialist schools for young

people with disability in Victoria.

As well as Victorian coverage data, crucially missing from the research is qualitative
information on the experiences, barriers and facilitators of immunisation for young
people with disability, particularly in terms of SBIPs in specialist school settings.
Uptake only illustrates the potential scope of the issue, and this in isolation does not
help identify the factors that influence decision-making and subsequently whether a
young person with a disability receives an immunisation. Quantitative data do not
provide comprehensive information about the reasons underpinning vaccine
acceptance. There is not only a need for rigorous uptake data specific to specialist
schools in the Australian context, but also qualitative data exploring individual and
family decision-making about immunisation, and the policies and processes in the
education and health system available to support this from the perspective of schools,

immunisation providers and policy makers.

3.5.1 Research aim

The research aim of this thesis is:

To explore and describe acceptance and delivery of immunisation in specialist

schools for young people with disability in Victoria, Australia.

3.5.2 Study questions

The research questions for the studies within this thesis are:

What is the uptake of school-based, government-funded vaccinations in
young people with disability attending specialist schools in Victoria,
Australia, as compared to the general Victorian population, and what are

the reasons for non-vaccination in this group?

What are the socio-ecological determinants that prevent or enable

immunisation for young people with disability in specialist schools in
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Australia?

3.6 Conclusion

This chapter has analysed the published research on immunisation in children and
young people with disability up to February 2017. It has concluded that there is
evidence to be concerned about coverage of immunisations in this population.
However, local coverage data for adolescent immunisations, and an in-depth
understanding of barriers and facilitators of immunisation in young people with
disability, are both absent. The findings of this literature review have informed the
development of the two phases of research within this thesis. The first phase, which
aimed to determine the uptake of immunisations for young people with disability in

specialist schools in Victoria, is reported in the next chapter.
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4 PHASE ONE STUDY: THE UPTAKE
OF ADOLESCENT VACCINATIONS
THROUGH THE SCHOOL
IMMUNISATION PROGRAM IN
SPECIALIST SCHOOLS IN VICTORIA,
AUSTRALIA

4.1 Introduction

This chapter outlines the first study in this thesis — the quantitative Phase One Study.
The focus of this study was to answer the first research question, as outlined at the

end of Chapter 3:

What is the uptake of school-based, government-funded vaccinations in
young people with disability attending specialist schools in Victoria,
Australia, as compared to the general Victorian population, and what are the

reasons for non-vaccination in this group?

This research has been published in a peer reviewed journal and is presented in this

chapter as the published article:

O’Neill J, Newall F, Antolovich G, Lima S, Danchin M. The uptake of adolescent
vaccinations through the school immunisation program in specialist schools in

Victoria, Australia. Vaccine. 2019 Jan 7;37(2):272-9.
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While all elements of the study are incorporated within this publication, including
background, methods, results, analysis and interpretation, some sections are
necessarily truncated as per the journal requirements. Therefore, the background
presented in the article is a brief summary of the content detailed in Chapters 2 and 3
of this thesis. Furthermore, the methods section presented in the article includes only
essential information; additional information pertinent to the research design and
data collection is therefore outlined below. Results and discussion of results are

presented in entirety in the publication.

4.2 Phase One Study Methods

Some information regarding the Phase One Study methods was not able to be
included in the published article, and is therefore presented for completeness below.
This section should be read in conjunction with the methods section within the

publication.

4.2.1 Study process

The ethics protocol for this study is included in Appendix D. As outlined in the
protocol, from December 2016 to January 2017, initial contact was made with the
principals of all eligible specialist schools in Victoria via a letter outlining the aims
of the study and including an Information Statement and Consent form (Appendix
E). If the principals agreed to their school participating in the study, they were asked
to return the participation form, using a stamped self-addressed envelope or via
email. On this form, they were asked to identify the staff member who was allocated
as the school immunisation coordinator, who then became the school contact for the
purposes of the study. If no form was returned, a follow-up telephone call was made
to the school two to four weeks after the initial paperwork was sent. A maximum of
two follow-up calls were made. When requested, the letter, Information Statement

and Consent Form were re-sent to the school via email.

School immunisation coordinators were asked to collect data for all young people
enrolled at the school who were aged 12 or 13 on the first immunisation day of the
year, whether or not they were offered immunisation. Also included was any young
person outside this age range who was offered the adolescent dTPa or the HPV
vaccination. This was in recognition that young people outside the scheduled age

range might be offered these immunisations opportunistically, if the school or the
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immunisation providers were aware that they had previously missed an

Immunisation.

In 2017, the varicella vaccine was also offered at this age to adolescents who had not
received a vaccine in childhood and who had no record of varicella infection.
However, because not all adolescents under these criteria were eligible for the
varicella vaccine, the comparison of uptake was not comparable between the two
groups, and therefore, information for this vaccine was not collected. Some specialist
schools also offered the annual influenza vaccine at school immunisation sessions.
However, as this was not part of the SBIP and was Local Government Area (LGA)-

dependent, this was not included in the data collection.

School immunisation co-ordinators were asked to enter data via a link to the data
collection form on REDcap™ (Appendix D). The REDCap™ electronic data capture
tool is hosted at the Murdoch Children’s Research Institute, Melbourne. REDCap™
(Research Electronic Data Capture) is a secure, web-based application designed to

support data capture for research studies. It provides:

1. an intuitive interface for validated data entry;

2. audit trails for tracking data manipulation and export procedures;

3. automated export procedures for seamless data downloads to common
statistical packages, and

4. procedures for importing data from external sources.'’

Data collection continued throughout the 2017 school year.

4.2.2 Qutcome measures
The primary outcome measure for the Phase One Study was the uptake of dTPa and
HPYV vaccines in specialist school settings, as expressed as a percentage of the

eligible population of 12 to 13 year olds.
Secondary outcome measures from data from schools included:

1. Immunisation uptake by the degree of motor and intellectual impairment
with:
Categorisation of motor function as:
a. Ambulant without aides

b. Ambulant with aides
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c. Non ambulant

Categorisation of intellectual impairment’™ as:
a. No impairment
b. Probably no impairment
c. Probably impaired, severity unknown
d. Mild impairment
e. Moderate impairment

f. Severe impairment

2. Reason for non-vaccination if applicable;
Up to date with vaccination

a.
b. Vaccine not available

o

No consent form returned

U

Consent form returned with consent for immunisation not
given

Not able to immunise due to student behaviour
Immunisation not offered

Not at school

Other

= 00 S

4.2.3 Ethical considerations

Ethics approval was obtained from The Royal Children’s Hospital, Melbourne,
Human Research and Ethics Committee (HREC 36326A) (Appendix F), and the
research was approved by the Department of Education and Training Victoria

(Appendix G).

4.2.4 Risk management
There were no identified risks to the schools or individuals participating in this study,
apart from time and potential inconvenience relating to the requirement for the

school immunisation coordinator to fill out the REDcap™ data collection form for

T While determination of intellectual functioning is calculated from a standardised IQ test, many
children with disabilities, particularly those who are non-verbal are unable to complete an IQ test.
Therefore many children in specialist schools do not have a standardised test report on intellectual
functioning. Thus the decision was made to use the categories of intellectual impairment based on the
subjective professional assessment of the specialist school educator filling in the survey. While it is
acknowledged these categories are not objectively and rigorously determined, this is reflective of the
issues of data collection in this population.
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each eligible student. It was estimated that each form took two minutes to complete
and each school had between one and 40 eligible students. There were no foreseeable
adverse events related to this study. Schools were informed that if they wished to
withdraw from the study at any time, consent would be sought to use any data
already collected. If this consent was refused, all data related to this school would be

destroyed. No school withdrew from the study.

4.2.5 Data security and handling

The data on REDcap™ were only accessible to the study investigators through a
secure password protected system. The immunisation coordinator at each school was
able to access, view and enter information for students only in their own school. Data
collected were not identifiable to individuals. The aim of this study only required
aggregate data so the de-identification of schools was initiated at the analysis stage

and maintained.

43 Published Study

The article below arising from the Phase One Study was accepted for publication in
Vaccine on November 13, 2018 and published first online on December 3, 2018. It is
reprinted below in its final published format with permission from Elsevier
(Appendix H). Author contributions for this publication are as follows: study
conception and design Jenny O’Neill (JO), Margie Danchin (MD), Giuliana
Antolovich (GA), Sally Lima (SL) and Fiona Newall (FN); ethics protocol JO, with
edits from MD, GA, SL and FN; recruitment of schools JO; checking and cleaning of
data JO; analysis of data JO with assistance from Monsurul Hoq, Biostatistician,
Clinical Epidemiology and Biostatistics Unit, The Murdoch Research Institute;
interpretation of the data JO, MD, GA, SL and FN; initial draft of manuscript JO
with editing and redrafting from JO, MD, GA, SL and FN. All authors approved the

final manuscript as submitted.
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Background: As part of the National Immunisation Program (NIP) students in Australia receive adolescent
immunisations through the School Immunisation Program at 12 to 13 years. For children with disabilities
attending specialist schools, no vaccine uptake data is collected at this time point. We aimed to determine
uptake of diphtheria-tetanus-pertussis (dTpa) and Human Papillomavirus (HPV) immunisations amongst
young people with disabilities in specialist schools in Victoria.

Methods: A prospective cohort study was conducted in Victoria, Australia. Data was collected on immu-

Reywords: o nisation days in the 2017 school year from specialist schools in Victoria. The school immunisation coor-
Adolescent immunisation . . S 3 . o
Disability dinator entered data online for eligible students for receipt of dTpa and HPV on each school immunisation

day. Demographic data, motor and intellectual function of students and reasons for non-receipt of dTpa
and HPV vaccine were recorded. Data were analysed using descriptive statistics.
Results: Of 73 eligible specialist schools in Victoria, 28 (38%) participated. dTpa was received by 63%
(237/374) of participating students and HPV dose 1 (HPV1) was received by 66% (76/114) females and
67% (174/260) male students respectively. Three doses of HPV were received by only 41% (100/241) of
students. The main reasons for missed immunisation were absence from school, lack of consent and
inability to immunise due to the student’s behaviour and/or anxiety.
Conclusion: This is the first study in Australia to report that uptake of adolescent immunisations in spe-
cialist schools for young people with a disability is significantly lower than in mainstream settings.
Comparative data during the same time period for students in mainstream schools demonstrated higher
uptake, at 89% for dTpa and 75% for three doses of HPV. These data highlight the inequity of receipt of
school-based immunisations for this group of adolescents, the barriers to which could be more
thoroughly explored through qualitative inquiry from a socio-ecological perspective.

© 2018 Elsevier Ltd. All rights reserved.

Immunisation uptake

1. Introduction

As part of the National Immunisation Program (NIP) in Australia,
all young people aged 12 and 13 years are eligible to receive adoles-
cent immunisations through the School Immunisation Program. In

* Corresponding author at: The Royal Children's Hospital, Flemington Rd,
Parkville, Melbourne, Australia.
E-mail address: jenny.oneill@rch.org.au (J. O'Neill).

https://doi.org/10.1016/j.vaccine.2018.11.034
0264-410X/© 2018 Elsevier Ltd. All rights reserved.

2017, a booster dose of diphtheria-tetanus-pertussis (dTpa) vac-
cine, three doses of Human Papillomavirus (HPV) vaccine, and a
catch-up dose of varicella vaccine (for young people who did not
receive a dose in childhood and had no clinical history of infection)
were offered in the school-based program. Signed parental consent
is required for these immunisations to be given in the school setting
by the Local Government Area immunisation nurses who visit the
school [1]. For ease of administration, these vaccines are typically
offered in the first year of high-school (Year 7) in Victoria. Vaccine

Please cite this article as: ]. O'Neill, F. Newall, G. Antolovich et al., The uptake of adolescent vaccinations through the School Immunisation Program in
specialist schools in Victoria, Australia, Vaccine, https://doi.org/10.1016/j.vaccine.2018,11.034
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uptake is determined by the number of doses given divided by the
number of enrolled eligible students in Year 7. In 2016, 89% of eli-
gible students attending mainstream schools received dTpa vaccine
and 79% of females and 75% of males received three doses of HPV
vaccine [2-4].

Mainstream schools in Victoria must accommodate students
with any level of disability [5]. However parents of students with
disabilities, who meet the criteria of an Intelligence Quotient (IQ)
below 70, or high-level physical or behavioral support needs, can
choose instead for them to attend specialist schools [6]. The deci-
sion to enroll a child in a specialist school is made by parents, often
with specialist and educational advice, but is not mandated. The
differences in the population of children attending mainstream
schools with disabilities and those in specialist schools with dis-
abilities, are not well described, with no statewide data collection
of the demographics of these cohorts.

The specialist school settings are broadly divided into Special
Schools, which enroll students with mild to moderate disability,
and Special Development Schools, which enroll students with
moderate to severe intellectual disability or high-level needs. In
addition there are Multi-mode schools enrolling students with
any level of intellectual disability or high-level needs (which are
often also referred to as Special Development Schools), schools
specifically for students with a diagnosis of Autism Spectrum
Disorder (ASD), and schools for students with significant physical
disability needing paramedical support.

Students in specialist school settings are typically grouped in
classes according to ability and educational needs, but are not
graded into individual year cohorts as seen in mainstream schools.
As the majority of specialist schools have no Year 7 enrollment
cohort, and therefore no figure to provide a denominator to
calculate uptake of the school-based immunisations given at
12-13 years. As a result, data for adolescents with disabilities in
specialist schools are not included in Victorian immunisation
figures documented by the Department of Health and Human
Services (DHHS) Victoria, nor is it possible to determine HPV
uptake for these students from the HPV register.

The limited available evidence suggests that children with dis-
abilities are at risk for under or non-immunisation. Lower rates of
immunisation are recorded for children with disabilities for early
childhood immunisations [7-9] and for the seasonal influenza vac-
cine [10,11]. Two studies from the USA and Canada on adolescent
immunisation found that only 17% of children with special health
care needs were immunised against HPV, and that having Trisomy
21 or ASD was significantly associated with missing HPV immunisa-
tion [12,13]. In a cohort of 72 Australian young people aged 14 with
a range of disabilities, only 44.1% of females and 39.5% of males had
received 3 doses HPV [14]. One unpublished audit in the United
Kingdom, found that although parental consent for HPV vaccine
was high at 77%, it was well below the 93% recorded in mainstream
schools [15,16] and immunisation receipt was not recorded.

The potential for the population of young people with disabilities
to be under-immunised is not only an equity issue, but has signifi-
cant health implications. The consequence of vaccine-preventable
diseases, in those with disabilities is likely to be more severe. This
is particularly the case for people with significant physical disabil-
ity, or disability related to prematurity, which can result in chroni-
cally impaired respiratory and neurological health [7,17,18]. In
addition, the importance of HPV immunisation for young people
with disabilities cannot be underestimated. Young people with dis-
abilities are not only sexually active, but have a younger age of sex-
ual debut and are more likely to experience unwanted sexual
activity than their typically developing peers [19-21].

In this study we aimed to measure the uptake of school-based
immunisations for young people with disabilities in the specialist
school setting in Victoria, Australia. We also aimed to collect

information on motor and intellectual function and reasons for
non or under-vaccination to try and ascertain whether the type
of disability influences immunisation receipt, and to identify the
barriers and enablers to immunisation delivery. We hypothesised
that the uptake of adolescent immunisations would be lower for
students in specialist schools compared to mainstream school set-
tings and would be predominantly due to lack of parental consent
and behavioural factors and/or anxiety amongst students with
disabilities.

2. Materials and Methods

2.1. Study population, recruitment and sampling

This prospective cohort study collected immunisation informa-
tion on each of the three immunisation days in the 2017 school
year for each consenting specialist school identified in Victoria.
The principals of all eligible schools (n = 73) were sent an introduc-
tory letter and information statement in mid-December 2016 or
late January 2017 outlining the study. If they consented to
participation, they were asked to identify the school immunisation
coordinator as the primary contact. A maximum of two follow up
calls were made to schools that did not respond to the initial
invitation.

On each immunisation day in 2017, the school immunisation
coordinator was requested to enter data online for eligible stu-
dents. Students were identified as eligible if they were aged 12
or 13 on the first immunisation day of the year. Data requested
included: receipt of HPV andjor dTpa; age; gender; Aboriginal
and Torres Strait Islander (ATSI) status; level of motor and intellec-
tual function and reasons for non-receipt of dTpa and HPV vaccine.
As not all adolescents were eligible for the varicella vaccine, uptake
data for this vaccine was not recorded. Study data were collected
and managed using REDCap™ electronic data capture tools hosted
at the Murdoch Children’s Research Institute, Melbourne [22].

2.2. Inclusion and exclusion criteria for schools

Eligible specialist schools were identified through the DHHS
Immunisation Section, Victoria. This included all Special Schools,
Special Development Schools, Multi-mode Schools, Physical Dis-
ability Schools and Autism Specific Schools. The principal investi-
gator checked the enrolment criteria of each school to ensure
that the specialist schools enrolled adolescent students with phys-
ical andfor intellectual disabilities. Young people attending main-
stream schools were excluded. Satellite units for young people
with special needs attached to mainstream schools; schools for
hearing impaired students and specialist schools for students with
primary mental health or behavioral needs were also excluded.

2.3. Ethics

Ethics approval was obtained from The Royal Children’s Hospi-
tal, Melbourne, Human Research and Ethics Committee (HREC
36326B) and the research was approved by the Department of Edu-
cation and Training Victoria. Consent of the individuals were not
required, as individual, school and Local Government Areas were
not named, and only aggregate data was reported.

2.4. Data analysis

Statistical analysis of uptake rates was undertaken using Stata
[23]. Analysis of the difference in proportions between specialist
school uptake and mainstream immunisation uptake was under-
taken using Chi-Square. The association between demographic

Please cite this article as: J. O’Neill, F. Newall, G. Antolovich et al,, The uptake of adolescent vaccinations through the School Immunisation Program in
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variables and uptake rates was calculated using logistic regression,
adjusted for age and clustering by school. Reasons for non-
immunisation are presented as proportions of missed doses.

3. Results
3.1. Demographics

The demographics of consenting and non-consenting schools
(28 [38%] vs 45 [62%]) are compared in Table 1. The schools that
consented to participate were largely representative of specialist
schools in Victoria although there were fewer medium size schools
(32 vs 58%; p = 0.013) and schools from the South-Eastern region of
Victoria (18 vs 38%; p = 0.026). There was no clear explanation for
these differences.

3.2. Participant flow

Data was entered for 400 individual students, with 24/28 (86%)
of participating schools completing data for all three immunisation
days. Twenty-six records were excluded from students who
received the third dose of HPV only, as a catch up dose from the
2016 school year. Complete data for the dTpa and first HPV immu-
nisation dose (HPV1) was obtained for 374 students, with some
attrition for the second and third HPV doses (HPV2 and HPV3)
(Fig. 1). Hence there were 314 individual records entered for
HPV2 and 241 entered for HPV3.

3.3. Immunisation uptake

The uptake rate for dTpa was 63% (237/374), and for HPV1 was
66% (76/114) for females and 67% (175/26) for males respectively.
HPV3 completion was recorded for only 40% (28/72) of females,
and 43% (72/169) of males from specialist schools (Tables 2 and
3). Uptake figures varied considerably by school, with schools
reporting medians of 66% (IQR 38-85) for dTPa, 69% (IQR 43-80)
for HPV1, 58% (IQR 33-75) for HPV2 and 43% (IQR 33-66%) for
HPV3 (see Fig. 2). After clustering for schools, there was no signif-
icant difference in uptake of dTpa and HPV1 by gender, type of spe-
cialist school and degree of physical and intellectual impairment
(Table 4). Students whose ATSI status was documented as “un-
clear” were statistically less likely to receive dTPa and HPV1 than
those students who were not ATSI. However there was no signifi-
cant difference in uptake for students who were confirmed ATSL

3.4. Reasons for non-immunisation

The most common reason for missed doses of dTpa or HPV was
absence from school with 38% (47/124) of missed dTpa doses and
117/391 (30%) of missed HPV doses attributable to absence on
immunisation day (Table 5). Lack of consent card returned
(31/124 [25%] for dTPa and 97/391 [25%] for HPV), and lack of con-
sent given on a returned card (9/124 [7%] for dTPa and 52/391
[13%] for HPV) were also reasons for significant numbers of missed
immunisation doses. Less common was inability to vaccinate the

Table 1
School demographics: consenting and non-consenting schools.
Demographic Consenting schools (n = 28) Nen-consenting schools (n =45) p value
n (%) Total students: 4,976 n (%) Total students: 6,298

Type of School
Special Schooel 6 (22) 8 (18) 0.648
Special Development School 7 (25) 13 (29) 0.357
Multi-Mode School 11(39) 18 (40) 0.476
Physical Disability 2:(7) 4(9) 0.393
Autism Specific Schooel 2(7) 2(4) 0.680

Student enrolment numbers
<50 students 4 (14) 5(11) 0.652
50-99 students 5(18) 7(16) 0.601
100-199 students 9 (32) 26 (58) 0.013
200-298 students 6(22) 5(11) 0.873
>299 students 4 (14) 2 (4) 0.911

Region of Victoria
Metropolitan Melbourne 17 (61) 26 (58) 0.598
North Eastern 7 (25) 8(18) 0.766
North Western 6 (21) 11 (24) 0.382
South Eastern 5 (18) 17 (38) 0.026
South Western 10 (36) 9 (20) 0.926

Student population

Socio-economic index
Low 14 (50) 23(51) 0.463
Low-mid 7 (25) 11(25) 0.521
Mid 2(7) 5(11) 0.278
Mid-High 2(7) 6 (13) 0.189
High 2(7) 0(0) 0.92%
Missing data 1(4) 0(0) 0.846

English as a second language

home’
<10% 22(79) 37(82) 0.352
10-19% 6(21) 8 (18) 0.648

ATSI student’
<10% 25 (89) 37(82) 0.807
10-19% 3(11) 7 (16) 0.272
>19% 0(0) 1(2) 0.156

" 2015 data obtained from school annual reporting, available for 72/73 schools.

" As determined by family occupation.
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Fig. 1. Flow chart of participants.

Table 2
Uptake of dTPa vaccine as compared to Victorian data.
Total dTPa Number (%)  OR (95% CI)
number
Victorian 2016 Year 7 69,186 60,944 (89) 0.23 (0.19-0.29)
Specialist schools 374 237 (63)""

" From data provided by DHHS Immunisation Victoria and DET.
"™ Includes those who received the dTPa immunisation on an immunisation day in
2017 and those who were up to date with dTPa.

student due to the student’s degree of anxiety or distressed beha-
viour (91/124 [9%] for dTPa and 35/391 [9%] for HPV), however 49
of the 251 students who did receive their immunisation (19.5%)
had a notation in this section that they were “very challenging”
or “required extra support” or “became very distressed”.

Reasons given in the “other” category for missed doses
included, students who were enrolled also at a mainstream school
so were attending there on immunisation day, were on excursions,
or were at school but were unwell. There was no statistically

Table 3
Uptake of HPV vaccine as compared to Victorian data.
Total HPV 1dose  OR (95% CI) Total HPV 2 doses  OR (95% CI) Total HPV 3 doses  OR (95% CI)
Number  Number (%) Number  Number (%) Number  Number (%)
Female
Victorian Year 7' 33,675 29,545 (88) 0.28 (0.19-0.41) 33675 28,566 (85) 0.19 (0.13-029) 33,675 26,640 (79) 0.17 (0.10-0.27)
Specialist Schools 114 76 (66) 96" 58 (52) 72" 28 (40)
Male
Victorian Year 77 35,511 28672 (84) 049 (0.37-0.63) 35511 28,582 (81)  0.31(024-041) 35511 26531 (75)  0.26 (0.19-0.35)
Specialist Schools 260 174 (67) 217" 123 (57) 169" 72 (43)

" 2016, from the HPV Register.

™ Missing dose 2 data includes: schools not submitting any individual data for that immunisation day (n=18, 5%), and individual student not having had any data reported

for that day, although the school did submit other data that day (n=50, 13%).

™ Missing dose 3 data includes: schools not submitting any individual data for that immunisation day (n=38, 10%), and individual student not having had any data reported

for that day, although the scheol did submit other data that day (n=102 ,27%).
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Fig. 2. Range of immunisation uptake across schools.

Table 4
Phase 1 Demographic association with uptake of dTPa and HPV.
Demographic Total Number Uptake dTpa n (%) OR 95% C1 Uptake HPV1 n (%) OR 95% C1
Gender
Female 114 68 (60) Ref 76 (67) Ref
Male 260 169 (65) 1.26 0.69-2.28 174 (67) 1.01 0.54-1.88
ATSI status
Not ATSI 352 227 (65) Ref 239 (68) Ref
Unsure of ATSI status 12 3(25) 018" 0.05-0.61" 4(33) 0.24" 0.07-0.84"
ATSI 10 7(70) 1.28 0.35-4.71 7(70) 1.10 0.31-3.97
Type of School
Special School 73 54 (74) Ref 53 (73) Ref
Special Development School 82 42 (51) 037 0.12-1.18 43 (52) 041 0.14-124
Multi-Mode School 160 102 (64) 0.62 0.28-1.35 113(71) 0.91 046-1.78
Physical Disability School 33 19 (58) 048 0.16-1.44 21 (64) 0.66 0.12-354
Autism Specific School 26 20(77) 117 0.59-2.32 20(77) 126 0.71-2.21
Physical impairment
Ambulant without aides 330 210 (64) Ref 222 (67) Ref
Ambulant with aides 18 10 (56) 0.71 0.28-1.80 11 (61) 0.76 0.32-1.82
Non-ambulant 26 17 (65) 1.08 0.25-4.64 17 (65) 0.92 0.11-7.69
Intellectual impairment
No intellectual impairment 5 3(60) Ref 3 (60) Ref
Mild intellectual impairment 173 110 (64) 1.16 0.21-6.60 117 (68) 139 0.26-7.49
Moderate intellectual impairment 155 95 (61) 1.06 0.19-5.89 104 (67) 136 0.25-7.03
Severe intellectual impairment 41 29 (71) 1.61 0.28-9.21 26 (63) 116 0.22-6.10

" Includes those who received the dTpa 17immunisation on an immunisation day in 2017 and those who were up to date with dTPa.

" Statistically significant association p<0.05.

significant difference in reasons for missed immunisations for
dTPa, as compared to HPV immunisation doses.

4. Discussion

This is the first study to describe immunisation uptake for
young people administered vaccines through the school-based
immunisation program delivered in specialist school settings in
Victoria, Australia. We found dTpa and HPV uptake to be consider-
ably lower in young people with disabilities in specialist schools
compared to mainstream schools in Victoria. However, we did
not find any association between vaccine uptake and gender, type
of school or broad description of disability. The association

between unclear ATSI status and lower uptake of dTPa and HPV1
in specialist schools, may reflect students that are less well known
and at greater risk of under-vaccination, although the numbers
were small. The most common reason for missed vaccination
was absence from school, followed by lack of parental consent
and inability to immunise due to the behavioural manifestations
of anxiety.

The difference between specialist and mainstream school
uptake data highlights how mainstream population data can mask
poor immunisation rates in minority subpopulations. Although
there is very little published research analysing dTpa uptake in
adolescence, there is much published about HPV. It is well recog-
nised globally that a government-funded school immunisation
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Table 5
Reasons for non-immunisation.

Reason dTPa n = 124 students not HPV n = 391 doses not OR (95% CI)
immunised number given number
(%) (%)
Not at school 47 (38) 117 (30) 0.70 (0.46-1.07)
No consent form returned 31(25) 97 (25) 0.79 (049-1.27)
Consent form returned but no 9(7) 52(13) 1.96 (0.93-4.10)
consent given
Behaviour/refusal 11(9) 35(9) 1.01 (0.50-2.05)
Parents indicate they will take to a 9(7) 35(9) 1.26 (0.59-2.70)
community provider/ GP
Other 17 (14) 55 (14) 1.03 (0.57-1.85)

program yields the highest uptake of HPV immunisation [24-26].
Australia has become a world leader in the provision and comple-
tion of HPV vaccination, initiating the program in 2007 for girls and
in 2013 for boys [24]. The uptake rate for students in specialist
schools is far below mainstream school uptake and HPV vaccine
uptake in all 40 countries where government-funded HPV vaccines
are provided through a School Immunisation Program, with the
exception of Colombia [27]. Systems delivery and policies for
school-based delivery of adolescent vaccines to specialist schools
in Victoria, and more broadly in Australia need to be carefully
evaluated.

Absence from school has been recognised as a barrier to deliv-
ery of immunisations through school-based programs in low to
middle income countries where school attendance is poor
[28,29]. However, it has not to date been described as a barrier
in high-income countries where school attendance is generally
high. Specialist schools in Victoria have twice the rate of student
absenteeism as mainstream schools (12% vs 6% respectively) [30]
on any given day, which provides challenges for the School Immu-
nisation Program, especially for the HPV vaccine, which required
three doses in 6 months. The change to a two-dose schedule, which
occurred in Australia in 2018, may help to reduce missed vaccina-
tions, especially if more catch up immunisation days are provided.
However, the rate of missed immunisations due to absence in this
setting is more than double the average rate (30% vs 12%) and the
reason for the high absentee rate on immunisation days is not
clear.

Lack of consent from parents for immunisation, including both
failure to return consent cards and specific non-consent to the vac-
cination, was also a major reason for missed immunisation. Parent
refusal of adolescent vaccinations, particularly HPV, is well docu-
mented with parents citing concerns about safety, low perceived
likelihood of their child contracting HPV, and concern that the
immunisation will encourage sexual activity [31,32]. It is unclear
whether these concerns were held by parents of young people with
disabilities in this study. Interestingly, there was no statistical dif-
ference in consent for dTpa compared to HPV, suggesting determi-
nants of parental consent to adolescent immunisation in this
population were not related to vaccination type. Reasons for non-
immunisation in specialist schools may therefore be less about
parental concern about specific vaccines and more about logistics,
the process associated with vaccination and/or the behavioural
concerns during immunisation.

Just under 10% of dTpa and HPV doses missed were reported to
be due to anxiety and behavioural concerns. In addition 19.5% of
students who received an immunisation were noted to require
extra support or were upset at the time of vaccination. Distress of
students on vaccination day, linked to anticipatory anxiety and nee-
dle phobia, is not unique to the specialist school setting [33]. Indeed
a case of mass psychogenic illness triggered by anxiety at the pro-
spect of receiving the HPV vaccination when it was first introduced
at a mainstream school in Melbourne has been described [34-36].

A Canadian study found that 8% {79/1024) of children aged 6 to
17 were non-compliant with immunisation due to needle phobia,
and 5% (45/883) of parents delayed or missed their child’s immuni-
sation due to the child’s level of anxiety [37].

There is an absence of literature exploring the anxiety of young
people with disabilities during immunisation. The behavioural
manifestations of anxiety in children with intellectual disability
and autism are more likely to be externalised than children with-
out disabilities [38], and this may be a safety consideration for both
students and staff when immunising in the school environment.
The large number of students who are successfully immunised in
specialist schools, but require extra support for distress is not cap-
tured in uptake figures. How this is managed by the immunisation
teams, and the intensity of resources required, as well as the emo-
tional impact on staff and students, requires further exploration.

For students who are not able to be immunised at school due to
their anxiety or behaviour, the standard advice given is to attend
their general practitioner (GP) for these immunisations. However
GPs do not generally have more resources or experience adminis-
tering immunisations to anxious young people who may have sig-
nificant cognitive impairment than school immunisation nurses,
and often refer onto specialist immunisation clinics in their state,
if available. Assessment and immunisation under sedation can be
arranged by specialist tertiary immunisation clinics, with high
degrees of success [39]. However, many GPs and families may be
unaware of this option or it may be logistically difficult to organise
Clear referral pathways for students with disabilities who may
need to attend such services to minimise distress and the potential
for physical harm to both students and staff would be optimal.

Further research, incorporating qualitative inquiry, of the
uptake of adolescent vaccinations in specialist schools in Victoria,
Australia, is needed to understand the issues and barriers to imple-
mentation, provision and acceptance of immunisations in the spe-
cialist school setting. Qualitative inquiry could explore the multi-
factorial and complex determinants of under-vaccination, as well
as the experience of vaccination for young people with disabilities
in specialist schools [40,41] The strengths of qualitative research in
understanding barriers to immunisation in defined, minority pop-
ulations who are vulnerable to under-immunisation have been
emphasised in a recent review of the Tailoring Immunisation Pro-
gram (TIP), a program run in the World Health Organisation (WHO)
European Region. The TIP program outlines a supported process to
explore barriers and motivations to immunisations in populations
with low immunisation coverage [42] and illustrates the growing
recognition of the need for specific analysis and targeted interven-
tions for some populations in order to provide equitable access to
immunisation. A socio-ecological framework would enable
exploration of the social, cultural and political constructs as well
as individual and familial values and behaviours that may be bar-
riers to vaccination in under-immunised minority groups.

There are some limitations to this study. Accurate data
collection was reliant on the school immunisation coordinators to
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identify all eligible students. There was a wide variety of staff who
undertook this role, including school nurses, teachers, administra-
tion staff, wellbeing coordinators and vice-principals, with variable
knowledge about immunisation and motivation to undertake this
role. Not all of the school coordinators in this study were present
on the immunisation days, and while clear inclusion instructions
were provided, it is possible some students who were eligible for
adolescent immunisation were overlooked in data collection.

The uptake rates reported in this study may be an overestimate
of true uptake rates for specialist schools. The School Immunisation
Program operates in schools in Victoria on a good-will basis with
no financial reimbursement, and therefore a participation rate of
just over a third of specialist schools was not unexpected. The
schools that participated were more likely to have the time and
resources, or a dedicated school nurse whose primary focus was
health rather than education, than those who declined. This may
have translated into increased promotion and uptake of immunisa-
tion amongst participating schools.

Overestimation of uptake rates may be particularly evident in
the figures for HPV2 and HPV3 where there was a significant
decrease in numbers of individual entries, compared to dTPa and
HPV1. This attrition included schools who did not submit any indi-
vidual data for that immunisation day (HPV2: n=19/375 [5%];
HPV3 n=38/375 [10%]), therefore their immunisation status was
unknown. It also included schools who only submitted data for
immunised students (n=50 [13%] HPV2: 50{374 [13%]; HPV3:
102374 [27%]), therefore students with missing data were unli-
kely to have received an immunisation on this day but this was
not explicitly stated.

5. Conclusion

This is the first study of immunisation uptake in specialist
schools in Australia and is one of only a few studies globally exam-
ining adolescent immunisation in young people with disability.
Young people with disabilities are at risk for under-immunisation
with a significant disparity in uptake of dTpa and HPV in specialist
schools compared to mainstream schools. Absence from school,
lack of consent and behavioural issues were the main reasons for
missed vaccination and warrant deeper exploration through qual-
itative inquiry. Such data can inform policy and new interventions
to improve vaccine uptake for children with disabilities in congru-
ence with the principles of equity in health care and the rights of
persons with disabilities.
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4.4 Conclusion

This chapter presents the published article that arose from the Phase One Study
within this thesis, which is the first research to quantitatively measure uptake of
adolescent immunisations in specialist schools in Australia. The primary outcome
was a significant disparity between the uptake of dTPa and HPV in young people in
specialist schools, as compared with the mainstream population. This finding has
significant implications regarding the potential for VPD outbreaks in specialist
schools and the health of young people with a disability. After clustering for schools,
there was no significant difference in uptake of dTPa and HPV1 by gender, type of
specialist school, and degree of physical and intellectual impairment. The most
common reasons for missed immunisation indicated were absence from school, lack
of consent form return or lack of consent, and issues with behaviour and/or anxiety

on the immunisation day.

Phase One acted to inform Phase Two within the thesis in several ways. These

included:

1. Identification of key stakeholders within the SBIP to invite to participate
in interviews and focus groups.

2. The design and questions included in the interview proforma, based on
knowledge of the low coverage in specialist schools in Victoria and the
most common reasons for missed immunisation.

3. The less important role of gender, type of specialist school, and type and
degree of disability in determining successful immunisation, and
therefore less emphasis on these aspects within interviews and focus

groups.

Crucially, Phase One emphasised the need for in-depth qualitative enquiry and
demonstrated the breadth of reasons for missed immunisation. This supported the
importance and significance of the Phase Two Study, and the need for the adoption

of a broad ecological framework. This is discussed in Chapter 5.

87






Chapter 5 Commentary Informing Phase Two

5 COMMENTARY INFORMING PHASE
TWO: ADOLESCENT IMMUNISATION
IN YOUNG PEOPLE WITH
DISABILITIES IN AUSTRALIA

5.1 Introduction

This chapter provides a synthesis of the Phase One Study within the existing research
and highlights the gap that remains. This reinforces the importance and significance
of a qualitative inquiry in the Phase Two Study utilising a broad ecological

framework. This chapter is presented as a published commentary:

O’Neill J, Newall F, Antolovich G, Lima S, Danchin MH. Adolescent immunisation
in young people with disabilities in Australia. Med J Aust. 2019 Sep 2;211(5):199-
200.

5.2 Published Study

This commentary was accepted for publication in The Medical Journal of Australia
on March 22, 2019, and was published on September 2, 2019. It is reprinted below in
its final published format with permission from Wiley (see Appendix I). Author
contributions for this publication are as follows: commentary concept Jenny O’Neill
(JO), Margie Danchin (MD), Giuliana Antolovich (GA), Sally Lima (SL) and Fiona
Newall (FN); initial draft of manuscript JO with editing and redrafting from JO, MD,
GA, SL and FN. All authors approved the final manuscript as submitted.
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Adolescent immunisation in young people with

disabilities in Australia

More research is needed to understand the barriers to optimal adolescent immunisation for

students with disabilities

he benefils of immunisalion in prevenling or

reducing the severity of vaccine-preventable

diseases and eliminating or reducing the
risk of associated complications have been well
documented. Importantly, immunisation is also a
powerful means by which the inequily of poor health
can be reduced, particularly in vulnerable groups
that have a high burden of infectious diseases. This
has been illustrated in immunisalion research in
refugees and other migrants, as well as in Aboriginal
and Torres Strait Islander Australians, and in low
income or resource poor settings..l'3 However, there is
a paucily of research about immunisation for people
with disabilities, another medically at-risk and
socially marginalised group.

Primary health care is less than optimal for people
with disabilities, with identified barriers to health care
including transportation issues, communication, lack
of confidence and lack of knowledge about the health
care system.” Adults with intellectual disability in
Auslralia are more likely o be overweight or obese,
smoke, or have cardiac disease or diabeles.” Barriers lo
breast screening and cervical sereening in women with
disabilities are well described; however, very little is
known aboul other preventive health care inlerventions
in this population, such as immunisations.” Tn
particular, adolescent immunisation in young people
with disabilities has largely been overlooked.

The polential consequences of vaccine-prevenlable
discases in those with disabilities are evident. A
prospective audit in the United Kingdom and Ireland
Lraced nolified cases of complicaled varicella admitled
to hospilal.s Of 112 cases, 13% had congenital anomalics,
Down syndrome or cerebral palsy — significantly
higher than the birth prevalence of anomalies of 2-3%
across England and Europe.”"” Of the six deaths,

four had pre-existing medical conditions, including
three with physical disabilities* Similarly, in a review
of paediatric deaths in the UK from the 2009-2010
influenza A (HIN1) pandemic, 54% of those who died
had chronic neurological disease, with cerebral palsy
and epilepsy being the most common diagnoses.
These studies illustrate that people with disability are
disproportionately likely to experience the most severe
sequelae from vaccine-preventable disease, affirming
the particular importance of oplimising immunisation
coverage in this population.

School-based immunisation for adolescents in
Australia

‘The National Partnership on Essential Vaccines
outlines the agreement between the Commonwealth

and state and territory governments for the
administration of the National Immunisation Program
in Australia. Under this partnership agreement,

the stales and Lerrilories have the responsibility for
ensuring access to and delivering vaccinations.””
Currently, there are three government-funded
immunisations recommended for all adolescents,
which are offered Lo secondary school students
through a school-based immunisation program: a
booster dose of the diphtheria, tetanus and acellular
pertussis (d1Pa) vaccine; two doses of the human
papillomavirus (HPV) vaccine; and the conjugated
meningococcal ACWY vaccine from April 2019.” In
February 2019, South Australia also introduced a state-
funded meningococcal B vaccine through the school
program for Year 10 and 11 students.”

Although delivery mechanisms vary in different
jurisdictions, school-based immunisations are
managed, coordinated and delivered by local teams
of trained providers from local governments, primary
care units or non-government organisations. The

role of schools is to distribute and collect parental
consent cards and provide support, appropriate space
in the school timetable and the facilities in which the
students can be immunised. The program therefore
encompasses a unique intersection between the health
and education sectors.

Immunisation uptake in adolescents with
disabilities

In Australia, almost 290 000 (7%) of children under
the age of 14 years have a disability, broadly defined
as a limitation or restriction of core activity lasting
more than 6 months."” There are only two Australian
studies on immunisation uptake in adolescents with
disabililies, both from Vicloria.”"” One is a small
audit of HPV vaccination status of 72 adolescents

\
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with a variety of developmental disabilities recruited
through a tertiary centre.”® This study found only
44% of females and 39% of males, aged 15 years, with
disabilities, had received the three doses of HPV
vaccine required as a complete course at the time.
This was significantly lower than the corresponding
aggregate Australian figures from the National HPV
Vaccination Program Register in 2015, with 77%

of females and 66% of males completing the HPV
course.” The importance of HPV immunisation for
this population should not be dismissed. People with
disabilities have a young age of sexual debut, are more
likely to experience unwanted sexual activity and are
less likely to utilise health care services than their
typically developing peers.l“’"‘U Young people with
disabilities are therefore at higher risk of both HPV
disease transmission and progression than young
people without disabilities.

The second published study, which is from our
research group, explores both dTPa and HPV
immunisation uptake through the school-based
immunisation program across 28 non-mainstream
schools catering for students with physical and/or
intellectual disability in Victoria.” Just over 43 000
(15%) of the students with disabilities in Australia
attend the 472 non-mainstream schools that cater

for the education and wellbeing needs of students
with significant intellectual, physical, behavioural or
emotional learning needs. While there are no national
enrolment criteria for non-mainstream schools,
eligibility to enrol in the non-mainstream schools
that cater for disability is most commonly based on
a diagnosis of intellectual disability defined by an
intelligence quotient two or more standard deviations
below average. However, different enrolment criteria
apply for other types of non-mainstream schools,
such as autism-specific schools, schools for hearing-
or vision-impaired students, or schools for students
with severe physical disability or significant chronic
illness requiring paramedical support. Eligibility to
attend non-mainstream settings therefore varies by
individual school.

While most children with disabilities in Australia
attend mainstream schools, the subset attending
specialist schools reflects a highly vulnerable, more
severely disabled group of adolescents. Although
small, it is an important and often overlooked group
with respect to public health interventions. Our

study” found that 63% of participating students

from specialist schools received the dTPa vaccine
(compared with 89% in mainstream schools) and only
41% completed the full three doses of HPV vaccine
required in 2017 (compared with 76% of males and 80%

of females in mainstream schools). These are the first
data in Victoria for adolescent vaccination coverage for
students in non-mainstream settings.

Although immunisation coverage is collected by
immunisation providers and aggregate numbers of
students vaccinated are reported to the relevant state
or territory health department, this does not include
non-mainstream settings in Victoria. For mainstream
schools, uptake is determined as the number of
vaccinations given with the year level enrolment as the
denominator. However, no such data are collected or
readily available for students in many non-mainstream
schools, as classes in schools for children with
disability are often ungraded and a year level cohort is
not identifiable. This reflects the invisibility of young
people with disabilities in Victoria, and is likely to be
similar in other localities in Australia.

Conclusion

The two Victorian studies indicate that young people
with disabilities in Australia are missing their
adolescent vaccinations.*”” While the second study
provides broad reasons for missed immunisations,
citing absence from school, lack of consent and student
anxiety as the major issues,” what is needed now is in-
depth exploration of the barriers to immunisation in this
population. This will enable the development of effective
interventions. The voices of immunisation nurses

and managers, teachers in non-mainstream schools,
parents of young people with disability, and those
young people themselves, are crucial in understanding
the issues that affect adolescent immunisation in this
population. While uptake figures highlight the scope
and significance of the issue, alone they do not explain
the reasons for the discrepancy in coverage.

Qualitative research is needed to fully appreciate the
barriers to and facilitators of immunisation in this
vulnerable group, at the policy, systems, community,
family and individual levels. It is only with such
qualitative information, combined with accurate
documentation of uptake figures for all schools,
including ungraded schools, and a recognition that
young people with disabilities are vulnerable to
under-immunisation, that we can ensure adolescent
immunisation coverage is optimised.
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5.3 Conclusion

This chapter serves to summarise the Phase One Study and introduce the Phase Two
Study, with evidence of Phase One informing the design of Phase Two. Importantly,
the commentary included in this chapter clearly outlines the rationale for the choice
of framework for the qualitative Phase Two Study as the Socio-Ecological Model.
The background, context and application of this framework will be discussed in the

next chapter of this thesis, Chapter 6.
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6 THE SOCIO-ECOLOGICAL MODEL

This chapter introduces the Socio-Ecological Model (SEM) as the framework used to
structure and guide Phase Two of this research. This will include discussion of the
overall philosophical stance of the thesis, and justification of the choice of the SEM,
with consideration of other common frameworks used in public health and health
promotion research. The SEM is explained in detail, including the origins of the
SEM, how it has been applied in health promotion research, and the application of

the framework in this thesis.

6.1 Theoretical Framework

The choice of a conceptual model or framework is central in any research, as it
connects the methods, analysis and findings with the questions under focus. A
conceptual or theoretical model is defined in a variety of ways as the theory, or set of
theories, that explains phenomena or behaviour.!” Furthermore, the conceptual or
theoretical framework is the structure that guides the application of the theory to the
research. In practice, these terms are used interchangeably. Thus, for the purpose of
this thesis, ‘framework’ will provide an umbrella term to encompass both models
and frameworks, where either can act as the lens through which the data are analysed

and the research questions are explored and answered.

A research framework must be fit for purpose; the choice of framework is “not
arbitrary but reflects important personal beliefs and understandings about the nature

of knowledge... how it exists in relation to the observer and the possible roles to be
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adopted and the tools to be applied consequently by the researcher.”'”” Thus, the
framework must not only be congruent with the research aim and questions, but also

with the philosophical viewpoint of the researcher.

6.1.1 Consideration of philosophical stance: Pragmatism

The motivation and purpose of the research determines the underlying philosophical
stance. In this instance, this is to collect data that will contribute towards the
understanding of adolescent immunisation in young people with disability and the
development of recommendations to remove barriers and improve experiences.
Given the paucity of research in this at-risk population, it is important not to assume
that the experiences of young people attending specialist schools regarding
immunisation and barriers to immunisation are similar to findings in other
populations. Indeed, Phase One of this research revealed barriers to immunisation
within this population that have not been previously identified as major factors in the
SBIP in Australia, such as absence from school. As such, Phase Two of this research
requires a multi-level inquiry that can capture such findings, with the use of a variety
of data sources in order to answer the research questions. In this case, adherence to a
particular epistemology or ontology is rejected as limiting the breadth of this inquiry.

Therefore, pragmatism is adopted as the underlying philosophical stance.

Pragmatism allows for practicality to determine how knowledge is gained and
thereby how research is designed.'®® However, beyond the ‘practical pragmatism’ of
‘what works’ is pragmatism as a philosophical stance.!3! Morgan (2014)'% outlines
the philosophical basis of pragmatism stemming from the work of John Dewey, who
emphasises the central role of human experience and the cyclical nature of beliefs
and actions in how humans construct meaning. Reality cannot be understood outside
of one’s actions. Therefore ‘inquiry’ does not have a starting point but is “rooted in

life itself — a life that [is] inherently contextual, emotional and social. ”'%°

The question for pragmatic researchers is not about the nature of reality and
knowledge, but about human experience. The ‘practical’ elements of pragmatism
accept positivist and constructivist meaning, as well as inductive and deductive
reasoning. However, inherent in the philosophy of pragmatism is a responsibility to
consider different ways of answering a research question, and a recognition of the

impact that choice will have on the understanding of the phenomena. A key tenant of
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pragmatism is acknowledgement of the value and the power of different methods of
inquiry to construct meaning, and the value and power of those determining the
research questions.!®® True to this philosophy, within the development of this
research there was deliberate consideration of the conceptual framework chosen to
answer the research questions, with respect to the context of the questions, the goal
of the research and the position of the Researcher. As well as the choice of
framework, the effect of a pragmatic stance is also illustrated in the mixed methods
research design, as described in Chapter 7. The introduction of in-depth inquiry
through a broad qualitative phase with many stakeholders with varying agendas aims
to mitigate the inherent power imbalance that has resulted in the invisibility of

people with a disability.

6.1.2 Consideration of frameworks

Immunisation fits into both the public health and health promotion arenas by being
an intervention that proactively protects against disease, in both individuals and the
community. Within public health and health promotion research, many types of
conceptual or theoretical frameworks have been used, albeit with varying frequency.
While the choice of framework depends on the research topic and research questions,
in addition, within this thesis, the mixing of methods has enabled information from
first quantitative phase to inform the choice of framework to best fit the second
phase. Therefore, there were several considerations regarding the choice of a model

and framework to guide Phase Two.

Phase One of this research, which established the disparity in adolescent
immunisation coverage in young people in specialist schools as compared to
mainstream schools, was required due to the absence of immunisation coverage data
recorded from ungraded specialist schools in Victoria. This absence suggests issues
at a systems level. Therefore, the framework in Phase Two that will further examine
and explain low immunisation coverage should have the capacity to include systems
level barriers. In addition, the broad reasons for missed immunisation revealed in
Phase One highlight issues that are not prominent in mainstream literature on barriers
to immunisation, including absence from school and student anxiety. Thus, any
framework must also be flexible in its capacity to explore school, family and
individual level issues, beyond the more commonly described consent issues. A

framework that encompasses social, cultural and environmental levels of influence
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enables recognition of the role of the SDH with regards to preventive health care

which, as discussed, is central to exploring the health of people with disability. With
these factors in mind, a number of preventive health frameworks commonly used in
the immunisation literature were identified and appropriately appraised to determine

best fit for Phase Two. This appraisal is outlined in Table 6-1.
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6.1.3 Integrative models of behavioural prediction

The first type of model considered for this research was an Integrative Model of
Behavioural Prediction. In this category, three frameworks were identified as
commonly used in health promotion literature and to address questions on barriers to
immunisation. The first of these is the Health Belief Model (HBM), which is a
behaviour change model and the most widely used in explaining health behaviour.
The other related models are the Theory of Reasoned Action (or Theory of Planned
Behaviour) model and Protection Motivation Theory. They are all similar in their
focus on behavioural change intervention through use of cognitive processes and

reward for the individual.

When applying these models to health promotion, the central tenet is that ability to
influence determinants which enables the individual to change behaviour. This focus
on individual level behavioural determinants has provoked critique.'”! While
allowing for some influence of societal factors in terms of appreciation of the
influence of the subjective norm regarding a particular behaviour, this is in respect to
individual behaviour change. Integrative Models of Behaviour Prediction do not
allow for change, which may be required in systems, policy, provider capability,
setting or culture. For this research, where there is little known about the barriers and
enablers of immunisation in this population, a framework that concentrates on
individual factors that determine whether a young person with disability in a
specialist school is immunised, is limiting and relies on assumptions of causality. An
Integrative Model of Behavioural Prediction does not allow for identification of
issues or opportunities for change beyond the individual level. Without adequate
evidence for this topic, it would be remiss to assume that individual behaviour should
be the focus, or the only focus, of this inquiry. Therefore, it is necessary to look

beyond these behaviour change frameworks.

6.1.4 Patient-provider models

Patient-provider models, such as the Shared Decision-Making Model (SDM), focus
on optimising communication between health provider and patient (or parent). This
is key in immunisation research, in which recommendation for immunisation from a
trusted health provider is established as a strong enabler to immunisation.

Nevertheless, similar to the behaviour change frameworks, this framework focuses
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on individual decision-making. Thus, for the purposes of the Phase Two Study, this
framework does not have the breadth to capture wider determinants of successful

immunisation in specialist schools.

6.1.5 Implementation science models

Three main purposes of Implementation Science Models have been described:

1. providing a framework for translating research into practice;
2. identifying the factors that affect the success of the implementation of an
intervention, and

3. evaluating the intervention.'*?

According to Nilsen (2015), both the Theoretical Domains Framework (TDF) and
the Consolidated Framework for Implementation Research (CFIR) are examples of
‘determinant frameworks’, which work to identify influences on implementation
outcomes.!®> While these frameworks can both identify barriers and enablers across
multiple levels of influence, the primary purpose of this thesis is to evaluate the
effectiveness of an existing program (the SBIP) in a particular environment
(specialist schools), rather than designing or influencing implementation of an
intervention. Therefore, while the scope of implementation science frameworks fit
with the information from Phase One, their purposes do not adequately correspond

with the aim of this thesis.

6.1.6 Mutli-level models for health-related behaviours

Two models that recognise multiple levels of influence on health have been
examined. These are the Socio-Ecological Model (SEM) and the Theory of Triadic
Influence (TTI). In contrast to integrative behaviour models, the SEM and the TTI
are driven by systems thinking, which explains health decisions and behaviour as
shaped by a complex interaction of the key domains central to health services
delivery.!®? These frameworks allow for consideration of a wider context than the
other models considered, and are thus the only ones that fit the criteria identified as

important within the framework adopted for this thesis.

Within this category, the SEM and TTI were both considered applicable to this
thesis. These two frameworks are very similar; the main differences are the matrix
design (TTI) versus a layered ring depiction (SEM), and the inclusion of layers of

causality in the TTI model. The latter adds an extra dimension to the TTI, but also a
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complexity in its application, which may account for the wider adoption of the SEM
in preventive health, and in particular, in immunisation research.!®> An important
limitation of the TTI in relation to this thesis is the collapsing of the higher levels of
influence into one domain, as distinct from several layers in the SEM. This
collapsing results in a tendency, when utilising the TTI, to concentrate on
intrapersonal and interpersonal layers with a less thorough consideration of
community, environmental and systems level issues and barriers. Due to the
flexibility of the SEM to allow for an in-depth exploration of these broader layers, its
capacity to cover the complexity and range of stakeholders in the SBIP, and its
previous use in immunisation research, the SEM was the pragmatic choice of

framework for the Phase Two Study in this thesis.

6.2 The Socio-Ecological Model

6.2.1 The origins of the Socio-Ecological Model

Although Urie Bronfenbrenner is most commonly credited with the development of
the SEM, the origins of this framework can be attributed to many theorists from
social ecology, behaviour change and systems change.!** Ecology is the study of the
relationship between organisms and their environment, and long before
Bronfenbrenner, theorists were associating human behaviour with the reciprocal,
cyclical patterns in nature. As early as 1936, Kurt Lewin, a German-American
psychologist, discussed the concept of behaviour shaped by both nature and nurture,
introducing the idea of the influence of the setting on behaviour and development.'**
This emphasis on the environment was further developed by social scientist Roger
Barker and later James Kelly, who linked human development to the principles of
ecology — in particular, the interdependence of systems, and concepts of adaptation
and succession.!”* Seymor Sarason, an American psychologist and educator, is also
credited with developing this field through his works on community psychology, and
in particular, the importance of contextual factors that impact human behaviour.!
Therefore, by the 1960s and 70s, understanding of the influence of social, cultural
and organisational domains on human development through the person-environment
relationship, and how this impacts on an individual’s wellbeing, was well
established. Bronfenbrenner adapted these ideas to explore and explain the process of

child development.
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6.2.2 Bronfenbrenner’s Socio-Ecological Model of Human Development
Bronfenbrenner first proposed the ‘ecological systems theory’ to explain child
development in early 1979.!°¢ His representation of this model was a series of nested
circles, each representing a sphere of influence on the individual.'®” A version of this

model is illustrated in Figure 6-1.

MACROSYSTEM
Attitudes and ideclogies of the
culture

EXOSYSTEM

MESOSYSTEM

Indus i
ustry Social service

INDIVIDUAL
(sex, age,
health, etc.}

School

Mass
media

Health services

Local politics

Figure 6-1 Bronfenbrenner's Socio-Ecological Model
Source: Wikimedia Commons CC-BY-SA-3.0

This representation is largely the same today, despite many interpretations and

revisions of the SEM. Bronfenbrenner initially described four layers'®® in this model:

1. The microsystem, representing the child and the immediate environment
in which there are daily interactions. This might include the parents,

family and close friends or child carers, school or day care

106



Chapter 6 The Socio-Ecological Model

2. The mesosystem, representing the interactions between parts of the
microsystem

3. The exosystem, representing other people and places that are not part of
the child’s immediate environment but that have a role to play in their
development. This might include neighbourhood events and people or
parents’ workplaces

4. The macrosystem, representing the wider influences that are remote from
the child but still affect their development, such as the media, political

and policy decisions, the climate and cultural and religious values

Bronfenbrenner continued to develop this work over some decades, critiquing his
early schema as emphasising the influence of the environment disproportionally to

individual determinants.!?®

In the early 1990s, Bronfenbrenner proposed a revision of
the ecological theory of human development, which he named the Process-Person-
Context-Time (PPCT) model.!”® Studies utilising the PPCT model focus on the
proximal process, which includes the small everyday reciprocal interactions that
shape human development, influenced by individual characteristics in the context in

which they occur, over time.!?8

In this way, Bronfenbrenner has added emphasis on
personal characteristics and the importance of time to his original model. Other
theorists have further emphasised the importance of time in the SEM, which
fundamentally looks at a dynamic process, including how things change and how

things stay the same.!%*

A key concept in the SEM is the reciprocal nature between the various levels, which
are not independent of each other but “bi-directional... interactive and

reinforcing. ”'7 This is represented in Figure 6-1 by the arrows demonstrating flow
between levels. Thus, the layers are not insular, but act upon each other, and the
result of these interactions is the unique combination of influences within and across
these domains. This is key in applying ecological theory to complex public health

1SSues.

6.2.3 The use of the Socio-Ecological Model in public health
With the rise in interest in public health issues in the 1980s came a need to find a
framework with which to explore complex population health problems with many

stakeholders and levels of influence.!** Efforts to combat issues such as smoking and
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alcohol consumption through a linear individualistic attribution of causality resulted
in ineffective interventions. This initiated the move to ecological thinking in public

health.

Kenneth McLeroy was among theorists who rejected individualistic health
promotion models. McLeroy contended that such models overlooked the need for
system, policy, environmental and cultural change, and he proposed a revision of
Bronfenbrenner’s representation of the SEM for health promotion.'®® McLeroy’s

SEM of Health Promotion spheres, illustrated in Figure 6-2, include:

1. Individual

Interpersonal

2
3. Institutional/Organisational
4. Community

5

. Policy and Systems

Figure 6-2 A Representation of McLeroy's SEM of Health Promotion

This representation of the SEM is used in public health research and health
promotion activities. The appropriateness of this model in explaining and exploring
health issues and the interplay with the environment, as well as social factors and
disease distribution, has been recognised by national and international health

organisations such as the Centre for Disease Control,'” WHO?% and UNICEF.2"!
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Areas in which the SEM has been applied includes obesity research,?°22% cervical
screening,>* Indigenous men’s health,'* adolescent health promotion?%> and
smoking cessation.?’® Ecological theory has also been useful in analysing

207.208 which is a core

relationships between social inequity and health inequity,
concept in disability health. This ability within ecological theory to elicit a broad
multi-level perspective, and also to allow for the core concept of inequity, makes it a

good fit for research on preventive health care in young people with disability.

Despite established use in public health, health promotion, social inequity and health
equity, at the commencement of the Phase Two Study in this thesis, the SEM
framework had only been utilised in a few immunisation studies.??2!3 A systematic
review published in 2016, in part focusing on immunisation and screening health
promotion research using SEM, found only nine in 40 studies (23%) explored
immunisation.!”> Another review!®! has examined the theoretical frameworks utilised
in studies on HPV vaccination behaviour. Of 34 primary studies found that utilised a
conceptual framework, the vast majority used Integrative Models of Behaviour
Prediction (29/31, 94%), with none using the SEM.!®! This review critiques the use
of individualistic models to understand HPV immunisation behaviour, on the basis
that these models fail to acknowledge the wider determinants of health and how they
influence uptake of HPV. However, it must be acknowledged that there is also

criticism of the SEM as an effective framework in health policy.

6.2.4 Critiques of the SEM

Within the public health literature, critiques of the SEM focus on two main issues.
The first concerns limited recognition of the importance of the interactions between
levels of the SEM.!°! These interactions between the SEM levels constitute a key
tenet of the framework. If well applied, the SEM is unique in capturing the
multidimensional aspects of complex health issues, but also the dynamic and
interactive nature of those domains. Limited recognition of the interactions between
SEM levels can results in a loss of the depth of information and interventions that
can emerge from the application of the model. If the model is applied in this limited
way, the risk is that the findings can be stratified within SEM levels, any
interventions that are recommended are not integrated, and complexity is missed.
Consequently, the application of the SEM in this thesis included specific

consideration of the dynamic interactive nature of this framework.
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The second major critique of the SEM contends that it may be insufficient to guide
multilevel interventions.?!'* The SEM can be applied to the analysis of health issues
and behaviour, as well as determining solutions or interventions; it is argued that this
latter aspect is more difficult to do within the framework. While implementing an
intervention is not the aim of this thesis, it is anticipated that an intervention or
interventions will be part of subsequent future research, and it is reasonable to
consider this critique. Any intervention that is complex and multi-layered with many
stakeholders is challenging, and it is true that applying the SEM does not solve this
complexity. However, it needs to be recognised that perhaps it is the issue which is
complex, not the framework that is insufficient. The challenges of translating
evidence of social and ecological barriers to health promotion into policy are well
documented.?!® These challenges include issues with resources, political will, and a

culture of individual rather than collective responsibility for health.

Stokols (1996)?!6 has clear guidelines to suggest how community health
interventions can be implemented true to the SEM framework. These include
considerations such as developing interventions that enhance the control people have
over their environment, and finding high-impact organisational and community
leverage points to promote health beyond individual behaviour change. Stokols
emphasises the need for multi-disciplinary input into interventions for complex
problems, and proposes a method for working through the complexity that is inherent

in health issues that fit the multiple dimensions of the SEM.!6

6.2.5 Application of the SEM in this thesis

The spheres of influence on immunisation of young people with disability in the
school setting are based on those set out in McLeroy’s SEM of Health Promotion

(see Figure 6-3). These are:

1. The young person with disability (Individual level)

2. The parents/guardian of the young person (Interpersonal level)

3. The specialist school where the immunisation takes place (Organisational
level)

4. The local government immunisation nurses or contracted immunisation
nurses who visit the school and perform the immunisations (Community

level)
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5. The government structures and policies that determine and oversee the

SBIP (Policy level)

Policy Structure + Systems
(DHHS/DET)

&)

Community
(Local Government Area
immunisation teams)

Institutions
(specialist schools)

Interpersonal
(parents/family/caregiver)

Individual
(student)

Figure 6-3 The SEM Framework Used in this Research

However, it is important, and a key aspect of the SEM, that these levels are not
explored in isolation but that the interactions and impact of the interactions between
the levels are captured. To represent this, the visual representation of the framework
adopted for this research is one where the circles meet. Traditionally, the nested
circles of SEM models are symmetrically placed inside one another and therefore,
the only ‘meeting’ of the circles is with those on either side. However, other
representations of this framework have all the circles meeting at one side, and while
this has not been explained in the literature, it works to represents the interaction of
all stakeholder groups with other stakeholder groups. Therefore, in Phase Two of this
research there has been a deliberate decision in adopting this visual representation

and applying it to data collection, analysis, discussion and recommendations.

6.3 Conclusion

This chapter has explained the philosophical stance of the research, the consideration
of methodologies, and the rationale for the choice of the SEM as the framework to

guide Phase Two of the research and ultimately, to inform intervention design to
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improve vaccine uptake in this population. In particular, the importance of the
interaction of all levels of the SEM has been emphasised. This will be reflected in the

next chapter, which sets out the qualitative methods for Phase Two of this thesis.
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7  METHODS

This chapter discusses the design and methods used to address the primary
qualitative research questions. As the Phase One methods are outlined in detail in
Chapter 3, this chapter will focus on the mixed methods research design and the
qualitative methods used in Phase Two. This will include sampling, recruitment, data

collection and analysis tools, and the ethical considerations of the research.

7.1 Research Design

A two-phase, sequential, explanatory, qualitatively-driven mixed methods design
was utilised to explore immunisation experience, barriers and facilitators for young
people with disability in specialist schools in Victoria. The paucity of research in this
area necessitated the in-depth exploration that the qualitative method allows.
However, as previously discussed, there was not only a lack of immunisation
research in this population, but also an absence of baseline data on uptake rates for
specialist schools in official records, policies and government directives. This
absence of uptake data added another layer to the research; it was vital to establish
the scope of the issues in terms of immunisation uptake in order to frame the

qualitative inquiry accordingly.

Therefore, to ensure completeness of the study, a mixed methods approach was
chosen; if qualitative or quantitative inquiry was employed alone, the research
question would be incompletely answered.?!” In addition, the mixed methods
approach is particularly useful when exploring complex social and policy issues
where there are a number of different stakeholders and interests. These aspects were

important considerations in choosing mixed methods as the research design.
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7.1.1 Mixed methods

While using both qualitative and quantitative methods to explore a research question
is not new, ‘mixed methods’ as a methodology with its own set of rules, notation and
rigour has only emerged in the last few decades. This is attributable to the increasing
polarisation between quantitative and qualitative researchers in the 1980s and 1990s,
which gave rise to this third paradigm that “combines elements of qualitative and
quantitative research approaches... for the purposes of breadth and depth of
understanding and corroboration. ”'® This paradigm challenges the notion that the
culture and worldviews of qualitative and quantitative researchers cannot
converge.’!’” Indeed, mixed methods enable the strengths of different types of
research to mitigate the limitations of each. Where quantitative inquiry can generate
data that are generalisable beyond the group under study, qualitative inquiry can

provide rich information about individual experience.

Although many variants of mixed methods designs have been described, there
remain three basic types. 22° These are the convergent, explanatory sequential and
exploratory sequential designs. Choice of design includes decisions about what
relative emphasis of the different methods, timing of phases of the research, and
integration of methods is needed in order to answer the research question.??!-222
According to Creswell and Plano Clark (2018),2? the key tenets of mixed methods

research are:

e collection and analysis of both qualitative and quantitative data

e one type of data builds on another or is embedded in another

e an organised research design that provides a method for conducting the
study

e procedures are within a framework or theory

How these tenets are applied in each case is guided by the type of mixed methods

study and the level at which qualitative and quantitative data is integrated.

7.1.2 Explanatory mixed methods design

The research design utilised for this study is an explanatory, sequential, mixed
methods design, where the first phase was quantitative, followed by the qualitative
phase. The aim of the qualitative phase was to explain the quantitative results.

Traditionally, in explanatory mixed-methods design, the relative emphasis is on the
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first quantitative phase.??2*2 However, there are some exceptions to this rule, and in

this study pragmatic consideration was given to which phase should be dominant.

The first quantitative phase was necessary in order to understand the scope of the
issue and to inform interview and focus group discussion. However, the key aim of
the study was to explore the experiences of, and barriers and facilitators to,
immunisation for young people with disability in specialist schools in Victoria.
Therefore, the qualitative element of the study was the focus; thus while this study
was explanatory, the second qualitative phase was dominant. This variant to the
explanatory mixed-method design has been defined as the “case selection variant”,

“preliminary quantitative input design” or “qualitatively-driven mixed methods. "**

7.1.3 Integration of the phases

Typically in sequential mixed methods designs, integration of the qualitative and
quantitative methods occurs at two time points, as was done in this study. The first
point of integration was to use the results of the first (quantitative) phase to inform
the design of the second (qualitative) phase (see Figure 7-1). In this study, the uptake
figures and the reasons for missed immunisation identified in Phase One were used
to draft the interview topics and questions used in Phase Two. In addition, as one of
the recruitment strategies, key informants were identified from the first phase and
invited to participate in interviews in the second phase. Therefore, as is the usual
procedure for explanatory mixed methods research, the design, recruitment strategy
and data collection tools of the second phase of the project were not fully determined
until the first quantitative phase was complete. This inability to map the full research

project before starting is one of the challenges of mixed methods research.

The second integration of quantitative and qualitative phases occurred in discussion
of the findings, where the implications of both phases of the study were considered
as a whole, with both the breadth and depth that mixing methods facilitates. For this
study, the quantitative phase shaped and supported the qualitative phase, and the
qualitative phase allowed in-depth explanation of the quantitative phase. Integration
of these phases are displayed in Chapter 9 through a joint display table and further
elaborated through the narrative weaving, which enables data from each phase to be
connected by the main themes or integrated inferences.??*-22° In this way, mixed
methods produces discussion of findings that has depth and breadth beyond each

stand-alone study phase.

116



Chapter 7 Methods

(8102) Y40 ouv|q ¥ []oMsaL) wiodf pardppy ud1sa(q yo.4vasay Spoyia paxi Liojpuvjdxs] [-/ 24n31q

S)[NSaI SATIE}ITEND

SOWAY)-qns pue sewey jo uondrosaq
pue aanemuenb
a1 Jo uoneISejul pue

SISAJeue oneway) pue Surpo,) M=

sisd[eue JALLVIITVAO

uoIssnosIq

SAep UOTJESTUNTIWI JO SUOT)BAISSAQ)

$dnoi3 Sno0J pue SMITAINUT [IAOP-UJ g UOI)IIN[0
elep JALLVIITVAO

coseyd

juordo[oAsp [000301d MITAIU]

sjuenIour o3 JO UOTIEDIJIIUSP]

SONSTIE)S ANALIIS(] g
sisA[eue aAnenuend)

PAPI0I2T UOTESTUNTITII-TOU JOJ SUOSEaI pue elep oryderowep ‘oxerdin UONESTUNWWI [00Y0S

UOT}OS[[0D BJEP SUITUO ‘APMIS 1IOYOD QANIIASOI] g u0RIIN[02
ejep aapenuen)

I 9seyd

117



Chapter 7 Methods

7.2 Phase Two Data Collection

Phase Two was required to answer the main study objectives. This phase consisted of
interviews and focus groups with key informants and other participants from each
level of the SEM, as it applies to the school immunisation program in specialist
schools. In addition, data were collected through observations of immunisation
sessions in a number of specialist schools in Victoria. The protocol outlining this is

included in Appendix J.

7.2.1 Research question

The research question for this phase of the study was:

What are the experiences of, concerns with, barriers to and facilitators of
acceptance and delivery of school-based immunisation for young people with

disability in specialist schools in Victoria, Australia?

7.2.2 Study objectives

The primary objective was:

To explain low immunisation coverage with reference to specific socio-
ecological determinants that prevent or enable immunisation for young

people with disability in specialist schools in Australia.
Secondary objectives were:

e To describe implementation of SBIP in specialist schools

o  To understand of the role of teachers, nurses, managers and policy
makers in the SBIP in specialist schools

o  To understand factors impacting on decision-making about immunisation
and the process of administering immunisation to young people with
disability in specialist schools

o To develop an understanding of the experience of young people with

disability undergoing immunisation in specialist schools

7.2.3 Study outcomes
Consistent with qualitative inquiry, outcomes for this phase were not objective

measures, but were the prevailing themes from the interviews, focus groups and
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observations. The primary outcome was a description of the understanding of
specific socio-ecological determinants that prevent or enable immunisation for young
people in specialist schools. Secondary outcome measures were the themes relating

to other aspects of the SBIP in specialist schools.

7.2.4 Recruitment

Recruitment for this phase was defined by the structure of the SEM used as the lens
for this research, as described in Chapter 6. Recruitment was achieved primarily
through a stratified purposive sampling strategy. Initially, data collection was
planned to be only via interviews and focus groups (see protocol Appendix J).
However, an early amendment allowed for observations of school immunisation days
(see Appendix K). The Information Statement and Consent Form for observations is

included in Appendix L.

Interviewees were recruited with respect to the SEM. The stakeholders in three
layers of the SEM (policy, community and institutions) were identified through
background reading and discussion with the research team, as well as interactions
from Phase One. In addition, snowball sampling was incorporated at a policy level,
where it was important to capture all key stakeholders from the small number who
have specific knowledge about policy issues regarding school immunisation in

Victoria.

Initially, recruitment at the Local Government Area (LGA) and school level was
based on maximum diversity sampling. Six Victorian LGAs were identified by the
Researcher based on diversity of: location (metropolitan, regional, and where
applicable rural); population; a range of immunisation uptake levels (as recorded for
mainstream schools); socioeconomic levels (as measured by index of relative
economic advantage and disadvantage); and type of specialist schools. The
immunisation managers, immunisation nurses and specialist schools within these
LGAs were sent an Information Statement and Consent Form with an invitation to
participate in an interview or focus group (see Appendices M, N and O). It became
clear very quickly that while immunisation teams were keen to participate, it would
be very difficult to ensure that participants from the school level for each identified
region were represented. Therefore, the amendment to the study protocol included an

application to extend the invitation to participate to all immunisation teams with
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specialist schools in their region in Victoria, as well as all specialist schools in
Victoria (see Appendix K), in order to maximise participation. At the family and

individual levels, a convenience sample was obtained.

7.2.5 Inclusion and exclusion criteria
For policy stakeholders, inclusion criteria included employment with either DHHS
Immunisation Section or DET and some involvement in, or specialist knowledge

relevant to, the SBIP.

For the community stakeholders, all LGAs in Victoria with one or more specialist
school(s) in their region were included. Exclusions in this stakeholder group included
LGAs without specialist schools in their region, and schools that were invited to
participate in Phase One of the research and who indicated that they did not want to

participate in the research at all.

For school observations, inclusion criteria included specialist schools that enrol
young people with physical and/or intellectual disability who had a scheduled
immunisation day in May/June or October/November 2018. Excluded were
mainstream schools, satellite units for young people with special needs attached to
mainstream schools, schools for hearing impaired students, and specialist schools for

students with primary emotional and behavioural issues.

For parent participants, inclusion criteria included primary carers (including
biological parents, adoptive or foster parents, and grandparents) of young adolescents
attending a specialist school in Victoria and eligible for adolescent immunisations in

the last 12 months, whether or not they received them.

For young people, inclusion criteria included any young person who attended a
specialist school and was eligible to receive their adolescent immunisations in the
last 12 months, whether or not they received them, and were able to participate in a

verbal interview.

Exclusion criteria for all participants included the need for an interpreter to
participate, as interpreters were not available for interviews or focus groups.
Exclusion criteria for young people with a disability included the use of non-verbal

communication systems, as the interviewer required verbal answers to questions.
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7.2.6 Timing of recruitment

There were two recruitment waves. The first was April to May 2018 and the second
was October to November 2018. This was to correspond to the majority of
immunisation day dates for the two immunisation days offered to schools in 2018,
which were required to cover the two-dose schedule for the HPV. All other
adolescent immunisations in 2018 were also offered on one of these days. Some
LGAs offered more than two days to schools to accommodate catch-up
immunisation days. Waves of data collection were best suited around immunisation
days, as interviews of both LGA immunisation nurses and managers and school
immunisation coordinators could be conducted face-to-face on those days. Therefore,
convenience determined the timing of interviews. Interviews that were not attached
to immunisation observation days were scheduled to take place by phone or face-to-
face at a mutually agreeable location, most commonly the participant’s place of

work.

All participants from the policy stakeholder group were interviewed in the first wave
of data collection. The numbers in this group were low, and logistically it was best to
carry out these interviews within a short space of time. Contact details were
identified in Phase One of the research for key informants at the policy level.
Potential participants were contacted via email or phone to explain the research. If
the participant agreed, the Information Statement and Consent Form (see Appendix
P) were sent electronically to the participant, and a time and location was mutually
agreed. Interviews were offered face-to-face at the participant’s place of work, or by

phone.

Recruitment of parents and young people was in process for the entire 2018 year, as
there were a number of different strategies used to attempt to recruit this hard-to-
reach group. This included advertising with disability-specific organisations and
groups, such as The Association for Children with a Disability, Amaze Victoria,
Down Syndrome Association and the Cerebral Palsy Support Network. Specialist
schools that agreed to participate in Phase Two were asked to place an advertisement
about participating in the research for parents and young people in their school
newsletter (see Appendix Q) and/or send a letter home with students to parents
inviting participation (see Appendix R). In addition, parents were made aware of the

study through promotion in the Neurodevelopmental and Disability Outpatient
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Clinics at The Royal Children’s Hospital, Melbourne. A direct phone number and
email address was included on all the promotional material. If parents or young
people were interested in participating, the Information Statement and Consent Form
(see Appendix S) were sent to parents and interviews were conducted by phone or

face-to-face outside the school or hospital setting.

7.2.7 Sample size

The adequacy of sample size in qualitative research has been the subject of much
debate.??6-22° Unlike quantitative studies, statistical significance or power is not
relevant, therefore qualitative research does not seek to recruit a certain sample. The
gold standard of sample size in qualitative research is often attributed to a concept
originating from grounded theory, that of ‘data saturation.’??® Data saturation refers
to the point of data collection where no new information is discovered. The actual
extent to which data collection and analysis continues to achieve data saturation is
not fixed, despite many researchers attempting to quantify it. While Guest, Bunce
and Johnson (2006) have suggested six tol2 interviews should be adequate for data
saturation,??® Creswell and Plano Clark (2018) has a wider range of five to 25.2%
Francis et al.(2010) propose a method of calculating saturation for interview data by
starting with 10 interviews and stopping when no new themes are identified over

three interviews (10+3).23°

Critics of the concept of data saturation argue that, in fact, it is impossible to predict
or determine the point where there is no new information to be gained from data
collection.??>231:232 Ag Braun and Clarke (2019) discuss, the application of the
concept of saturation must be congruent with the nature of the qualitative inquiry.?3?
In this Phase Two Study, a broad iterative inquiry approach was adopted, based on

Reflexive Thematic Analysis, >34

in response to the scant knowledge and previous
research on the topic. Within this approach, a more appropriate measure of sample
size was whether the amount of data answered the research question “with depth and
maximum opportunity of transferability of findings. "**° Depth refers to the richness
of information and its appropriateness in relation to the research question, and
transferability allows for the findings to be meaningful. Therefore, true to the
iterative nature of qualitative research and the choice of semi-structured interview

format, there was no pre-determined sample size for Phase Two. Recruitment

continued until all eligible participants in that domain were invited to participate, or
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when it was determined there was depth and adequate transferability of the data for

that group of stakeholders.

There were some extra considerations in determining sample size. The first was the
framework adopted, which required adequate representation from stakeholders at all
levels of the SEM. The second was related to the limits of the sample available. For
example, as there were a small number of relevant people to interview in the policy

area on school immunisation, this number was pre-determined.

7.2.8 Interviews and focus groups

Only interviews were offered to policy stakeholders, immunisation managers and
immunisation schools co-ordinators, as at these levels, these stakeholders are key
informants on immunisation for the state government, local government or school,
respectively. Key informants act as expert spokespeople for their group or population
and therefore, in-depth interviews are the most appropriate method of gaining a

comprehensive understanding of their perspective.

Focus groups were offered to immunisation nurses as an alternative to interviews.
This was in recognition of their role in the SBIP as members of nursing teams and
the value of hearing their views within a team context. Interviews were offered as an
alternative for nurses who wished to participate outside the focus group, or for

smaller teams that only had one or two permanent nurses.

Both focus groups and interviews were offered to parents. A focus group was
included because it was considered that the group dynamic of parent discussion
would add depth to the discourse and enable more parent voices to be heard.
However, pragmatic scheduling considerations were the priority for parent

participants, who all chose interview format.

Interview and focus group guides were developed to ensure consistency in data
collection, while tailoring topics to each relevant SEM level. The semi-structured
nature allowed for themes and topics to be initiated by participants, thereby ensuring
the discussion was participant driven and not reliant on preconceived themes. Broad
topics covered included: the experience of the participant in their role in the SBIP in
specialist schools; the perceived barriers and enablers to immunisation in specialist
schools; and particular concerns of the participants in their roles about immunisation

in specialist schools. As data collection and analysis took place concurrently,
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interview guides were continuously revised in response to reflection on each
interview, discussion with supervisors and the information from preliminary data
analysis. The initial interview guides for each interview/focus group, and examples

of revised interview guides, can be found in Appendix T.

7.2.9 Observation sessions

Observation sessions at immunisation days at specialist schools were organised
through the LGA immunisation team managers, who obtained permission from the
relevant specialist schools. Notes and reflections from these observations were
written up as vignettes immediately after the sessions. These vignettes were coded
manually and then aligned to the final themes they reflected. In this way observations
were checked for “fit” with the coding and theming of focus groups and interviews
and thus the data was triangulated, increasing the rigour of the analysis process.
These observations provided a proxy understanding of the young person’s experience

through examination of verbal discussions, body language and facial expressions.

7.3 Data Analysis

Interviews and focus groups were recorded and transcribed by an external
transcriptionist, who signed a confidentiality statement. De-identified transcriptions
were uploaded into QSR International NVivol2 software,?> which was used to
organise data as it was coded and themed. Data were analysed using the thematic
analysis process as developed and described by Braun and Clarke (2006),%* and
further developed and renamed Reflexive Thematic Analysis by Clarke and Braun
(2019).2** Thematic analysis was the chosen data analysis method as it provides a
systematic approach for identifying themes in qualitative data, and flexibility in
terms of the research question, methodology and philosophical assumptions
underpinning the research. Thematic analysis can be applied to various types of
projects, and using this method allows proposed research outcomes to be defined by
the researcher rather than the method of analysis. This is congruent with a pragmatic

approach to applying methods that are the best fit for the research question.

Braun and Clarke (2006)*** describe six stages of thematic analysis, which were all
followed. These stages are set out in Table 7-1. True to the iterative method of this
type of analysis, no code-book or pre-determined codes were used. Codes were

identified in vivo and themes were developed with close reference to the data.
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Importantly, there was a deliberate decision not to use the SEM framework during
the initial coding and theming. This was in part in order to ensure no predetermined
boundaries limited the findings, given the paucity of knowledge in the area. This was
also to be consistent with the focus on respecting the importance of not only the
layers in the SEM, but also the interactions between the layers. Thus, to understand
the complexity of how the layers interact on the issue of SBIP in specialist schools,
and to avoid creating siloed themes, this initial analysis took place independent to the
SEM. After theming, the SEM framework was then applied in order to identify the
relevance of each theme and subtheme for which mix of stakeholder groups. In this

way, the true interactions creating barriers or enablers could be understood.
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7.4 Rigour

Rigour or trustworthiness in qualitative research is most commonly determined
through the four concepts of credibility, transferability, dependability and
conformability, as described by Lincoln and Guba (1986).23¢ This was ensured in
Phase Two through triangulation of data collection methods and participant
viewpoints (credibility, conformability); thick, rich description evidenced by the raw
data (credibility, transferability, conformability); and a clear description of methods
and process (conformability).23¢237 Crucially, underpinning all these elements of

trustworthiness is the concept of reflexivity.

7.4.1 Reflexivity

Reflexivity is a form of critical self-reflection: “...the process of a continual internal
dialogue and critical self-evaluation of researcher’s positionality as well as active
acknowledgement and explicit recognition that this position may affect the research
process and outcome. ’**® Being reflexive acknowledges the researcher as a tool and
the importance of their world-view in shaping and understanding the data.?®,
Examples of aspects of the researcher that may influence the research are socio-
demographic factors, such as gender, race, religious orientation, and personal
attributes, such as values, beliefs, experiences and background.?*® Maintaining a
journal is one way to practice reflexivity. Other reflexive practices employed in this
thesis have included peer discussion and review after interviews and observations,

regular supervision, and transparency within translation of the Researcher as to the

Researcher’s background, values and assumptions.

This reflexivity was particularly important during data collection. During this phase,
it was acknowledged that discussing immunisation is often politically and
emotionally charged. Developing rapport and a non-threatening environment for
interviewees was vital, as was being aware of the need for neutral responses to
remarks about immunisations that were in opposition to the Researcher’s pro-
immunisation stance. The variety of stakeholders participating in interviews and

focus groups also resulted in a need for reflection.

The Researcher, as a nurse, was very conscious during the process of data collection
that she was able to develop rapport quickly and was most comfortable interviewing

other nurses. This included both immunisation nurses and school nurses. One
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technique the Researcher used was self-disclosure, introducing herself as a paediatric
nurse with many years of experience in disability, but no background in
immunisation. This allowed the nurses interviewed to use professional jargon,
including acronyms understood among nurses. The disclosure of having had little
experience in immunisations diminished any expectation that the Researcher was an
expert in the area, and allowed the field of expertise to remain in the interviewee’s
arena. This was one way the Researcher emphasised that there were no preconceived
assumptions in the research, the way the program was run, or in relation to the

barriers or facilitators of immunisations in specialist schools.

Less familiar to the Researcher were the school immunisation coordinators, who
were not nurses and had no health care experience, and mainly functioned in schools
that did not have a school nurse on staff. This group held a variety of teaching or
administration positions in the school, and through reflection, the Researcher became
aware that the guide for these interviews often needed to be modified. This was
sometimes due to the interviewee having little understanding of the immunisations
given or of issues surrounding immunisation, such as policies and funding. It was
more difficult to develop rapport and to elicit the depth of information from these

Interviewees.

The Researcher had established skills in creating rapport with parents of young
people with disability and the young people themselves, developed during a decade
of clinical work in this field. Through reflection, the Researcher also determined that
the particular type of parents who self-selected to participate were quickly engaged
and enthusiastic about the interview. This level of enthusiasm was present with some
but not all other stakeholder groups that were targeted and invited to participate for
their inside knowledge or as key informants. The Researcher considered the potential
for an imbalance in power relationships in interviews with parents, but no evidence
of this emerged through body language or within the interview dialogue. Again, this

may be due to the type of parent who self-selects to participate in research.

Although interviews in the policy stakeholder group were the easiest to recruit, they
were the most difficult to conduct due to the lack of previous interaction within the
Researcher’s professional role. This was mitigated somewhat by the small number of
relevant policy personnel, and their close interest and participation in the information

gathering stage of the research and in Phase One. This allowed the Researcher to
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comfortably interview these individuals and also tailor interview questions to their

particular roles and areas of expertise.

The importance of reflexivity was also acknowledged through the data analysis
process which occurred in conjunction with data collection. Reflexive journaling and
regular discussion with the supervision team were tools utilised to ensure a critical
lens was applied to the Researcher’s pre-conceived ideas of equity, disability and

healthcare in order reflect the meaning intended by the participants.

7.5 Ethical Considerations

Ethics approval was obtained from The Royal Children’s Hospital, Melbourne,
Human Research and Ethics Committee HREC 36326B, (see Appendix U) and the
research was approved by the DET Victoria (see Appendix V).

Signed consent was obtained from all participants prior to the interview or focus
group commencing. In the case of school immunisation co-ordinators, signed consent
was also obtained by the principal of the school, as per DET research in schools

requirements.

Signed consent was obtained from the immunisation team managers of LGAs for the
Researcher to attend immunisation sessions at specialist schools with the
immunisation team. When this consent was received, the principal of the school
involved was informed of the planned observation and received an Information
Statement with a copy of the DET approval for the research via email. Verbal
consent to enter the school and observe the immunisation session was obtained at the

start of each immunisation session from the principal or proxy at the school.

7.5.1 Risk management

There were minimal risks to participants involved in this study. The risk of
psychological distress when recounting thoughts and experiences of the
immunisations of young people was considered. If this should occur, the plan was to
stop the interview or focus group and allow the individual(s) to have a break. The
choice would be given to the participant whether to continue the interview or focus
group. If the participant continued and appeared to recover, further support would be
offered by way of a follow up phone call from the Researcher within the next week.

If the participant declined to continue or continued to appear distressed, the
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Researcher would encourage follow up by the individual’s GP or employee
wellbeing scheme (for professionals). For parents, the risk of the discussion about
their choice to vaccinate or not vaccinate their children provoking uncertainty was
considered. If this should occur, details of the Immunisation Service at The Royal
Children’s Hospital, Melbourne would be given to the parent so that they might
access the clinic and review these decisions with a paediatrician or a senior nurse

specialised in immunisation.
For the Researcher, safety was ensured when travelling to different locations by:

1. Notifying the research team of all interviews and focus groups, including
time, date and locations

2. Having a charged mobile phone on person at all times

3. Organising to notify a member of the research team via text message

when entering an interview and on leaving

There were no foreseeable serious adverse events for this study. Distress of any
individuals taking part was discussed with the research team and, if referral to
supports was required, the Research and Ethics department at The Royal Children’s
Hospital was to be notified and advice sought as to whether any further action was
needed. At any time, participants were free to withdraw from the study without

consequence, however this did not occur.

7.5.2 Data security

Audio-recordings, transcriptions and demographic data were stored electronically on
a password protected computer with locked cloud back-up, only accessible to the
research team and the external transcriptionist. Transcriptions will be kept for seven
years after completion of the study. The study computer was continuously in the
possession of the Researcher, who worked between The Royal Children’s Hospital

and her home.

Participants were given an alias, which was assumed on all transcriptions and
analyses of data. A spreadsheet was maintained with allocation of alias so that the
data were re-identifiable for the purposes of rechecking of data and meaning with
participants if necessary. This spreadsheet is password protected and will be kept for
seven years after completion of the study. No identifiable data have been or will be

included in any publications or presentations. This includes identifying individuals,
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schools or LGAsS.

7.6 Conclusion

This chapter has explained this research as a two-phase, sequential, explanatory
mixed methods study, and the rationale for this choice. The methods of the
qualitative Phase Two Study in this thesis have been outlined, including sampling,
recruitment, data collection and analysis and ethical considerations. The next chapter

will discuss the results from the Phase Two Study.
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8 QUALITATIVE DATA FINDINGS

8.1 Introduction

This chapter presents the qualitative findings from Phase Two of the research. This is
the outcome of analysis of the data collected from 40 interviews and two focus
groups with participant stakeholders in the SBIP in specialist schools in Victoria, as
well as data from observation of immunisation days at 10 specialist schools. Themes
and subthemes are presented with reference to direct quotations and observations, to
ensure participants’ voices have been honoured throughout the process of data
analysis. Findings are then summarised with reference to barriers and facilitators of

the SBIP in specialist schools in Victoria, as set out in the research questions.

8.2 Recruitment

Interviews and focus groups were conducted in two main waves of data collection.
The first took place from February to May 2018 and the second took place from
October to November 2018. This allowed for the initial coding and discussion of data
from the first wave to inform the second wave. Some challenges emerged regarding
recruitment of parents (discussed below), which resulted in recruitment for this group
continuing into 2019. School observations were undertaken in the second half of

2018.

In this Phase Two Study, particular consideration was required for the recruitment of
several different participant groups. The approach, sample size and particular
challenges, including gatekeeping of each of these participant groups, is discussed

below.
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8.2.1 Policy participants

Qualitative data collection for the policy level consisted of five key informant
interviews from the DHHS Immunisation Section, Victoria and DET Victoria. These
key informants were identified through the initial planning of the study, with
individuals from these departments providing background information about the
SBIP. Therefore, participants in this stakeholder group were well informed about the
study, and rapport with the Researcher had already been established by the time of
recruitment. All five participants in this group agreed to interviews without
reservation. The sample was determined by the number of key informants who had a
role in supporting the SBIP, excluding those on leave at the time. The small number
reflects the reality of the workforce in this area at the state government level in

Victoria.

8.2.2 Immunisation team members and school immunisation

coordinators
For recruitment at the level of the immunisation teams and schools, an initial
maximum diversity sample recruitment strategy was trialled, as discussed in Chapter
7. This strategy highlighted that while immunisation teams were very keen to be part
of the research, specialist school immunisation coordinators were more reluctant.
Extending recruitment to all immunisation teams and specialist schools in Victoria

maximised school participation.

Local Government Areas and their contractors varied in their requirements for the
immunisation team manager role. The majority of the immunisation team managers
were senior registered nurses, who had a dual role of managing the logistics of the
program and administering immunisations. Other teams had managers who were not
health qualified, and who therefore managed logistics of the program but did not
participate in immunisation. During the data analysis, a decision was made to
differentiate based on qualification. As such, ‘Immunisation Manager’ referred to
those who had an administration role only, and ‘Immunisation Nurse’ included all

nurses, whether or not they also had administrative responsibilities.

While the quality and content of the Immunisation Manager interviews were
different than Immunisation Nurses, given they were not directly engaged with the

clinical role, their unique perspective on practical and logistical aspects of the
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program was valuable. Immunisation Managers were also the contact point for the
Immunisation Nurses in the team, many of whom were casual or part-time
employees. The importance of interviewing Immunisation Managers was therefore
twofold — they provided understanding of the logistical considerations of the

program and access to the rest of the team.

Although focus groups were offered for immunisation teams, the large number of
casual and part-time employees made this difficult, and many smaller regions only
had two immunisers. This resulted in only two focus groups being conducted,
although in five other regions, Immunisation Nurses chose to be interviewed in pairs

(see Table 8-1).

School Immunisation Coordinators were staff members allocated to the role of
liaising with the immunisation teams to facilitate the immunisation program in the
school. Where a school employed a registered nurse, this was part of their role.
When there was no registered nurse, the background and position of the allocated
staff member varied (see Table 8-1). Although principals were directly sent
information about the study and were required to give consent for School
Immunisation Coordinators to take part, research-related paperwork most often
bypassed the principal. Frequently, the School Immunisation Coordinator initially
received the paperwork and then arranged for the principal’s signature. There were
no direct questions about the study or particular interest in the study shown by
principals. This reflects their minimal role in the SBIP, which consolidated the
decision to interview the School Immunisation Coordinators only as key informants

for specialist schools.

As discussed in Chapter 7, the sample size for immunisation team and school
participants was determined by pragmatic considerations, true to the principles
described in Braun and Clarke’s Reflexive Thematic Analysis.?** In recent writing,
Low (2019)*! argues that there is never a point where no new data emerges; he
suggests that this is a “logical fallacy” and sufficiency of data to map patterns and
meaning should instead determine sample size. Accordingly, after the first wave of
data collection and initial coding, it was determined that more School Immunisation
Coordinators were needed to fulfil sufficiency of data collection. Logistically, this
could be achieved by interviewing after observation at school immunisation days, as

rapport was more successfully established with school staff through face-to-face
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interaction. Immunisation Managers and Nurses who were present on these days
were also offered interviews. The number and quality of interviews with
immunisation team participants ensured a depth of data, which enabled themes to be

fully developed and rich in description.

8.2.3 Parents and young people

One of the challenges in recruiting parents was the absence of a research database of
young people with disability that facilitated access to them and their families.
Therefore, the initial recruitment strategy was to advertise at specialist schools for
participation of parents, with or without their child’s participation. Many schools that
agreed to staff participating in the study, declined to advertise for participation of
parents, either in their newsletter or via a notice home with the student.
Understandably, these schools were trying to limit the amount of research families
with children with disability were asked to participate in, and they also considered
that families should not be approached for participation through the school. As
immunisation is often a sensitive topic with polarising viewpoints, it is possible that
schools were also hyperaware of introducing this research in the school environment.
As aresult, only three schools agreed to advertise the study in their newsletter, and
only one parent participant was recruited through these advertisements. This
protective role schools adopted, in which they acted as a gatekeeper to families, was

not anticipated.

Subsequently, other recruitment strategies for parents were undertaken. Several
disability organisations were approached to promote the study in their newsletter or
social media pages, including the Association for Children with Disability, Cerebral
Palsy Support Network and Down Syndrome Victoria. Amaze’s research database of
families with children with autism was accessed to send an invitation to participate to
eligible families. Twenty paediatric practices across Victoria were also requested to
advertise the study in their clinic waiting areas. However, these strategies also failed

to elicit any inquiries from families.

During this time, two families were recruited through word-of-mouth, but it was not
until a subsequent ethics amendment (see Appendix W) for eligible families to be
approached through clinics at a tertiary paediatric centre, that another four parents

were successfully recruited. Initial coding and review of these seven parent
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interviews revealed there were clear patterns emerging from the data, and within the
recruitment constraints, the sample was deemed sufficient. Within this, there is
recognition of the homogeneous characteristics of the parents interviewed, with all
having consented to school vaccinations without question. This is discussed more

below in the theme “competing priorities”.

Despite these efforts, no young people were interviewed for this study. To interview
a young person required parental consent, and all seven parents who expressed
interest and were subsequently interviewed declined an interview for their child, due
to their child’s expressive and/or receptive language constraints. Therefore, data
from observations of immunisation sessions became even more valuable, in terms of

providing a proxy for the immunisation experience of the students.

8.3 Participants Demographics

Demographic data for participants in interviews and focus groups are presented in

Table 8-1.

Half of the interviews (20/40, 50%) and both focus groups were conducted face-to-
face. All face-to-face interviews were conducted at the participant’s place of work.
The remainder of the interviews were conducted by telephone. The mode of
interview was the participant’s choice. Six out of seven parents (86%) preferred a
phone interview, citing convenience. Interestingly, the length of the interview did not
differ greatly by mode, with face-to-face interviews lasting for an average of 25.63
minutes, and phone interviews an average of 29.67 minutes. The length of interview
varied greatly with no discernible pattern between SEM groups. The longest and
shortest interviews were both with Immunisation Nurses; the longest was 65 minutes
in length and the shortest just over eight minutes. When interviews were undertaken
with Immunisation Managers, Immunisation Nurses and School Immunisation
Coordinators, at the end of a school observation session, there were occasionally
time restraints, which resulted in shorter interviews. With no such constraints, it is
not surprising that interviews with policy participants were the longest, with an

average of 44.95 minutes, followed by parents at an average of 25.68 minutes.

The majority of School Immunisation Coordinators were employed at their schools
as nurses. Details of gender, age and disability type of children of parent participants

is also included in Table 8-1. All parents had children who were offered
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immunisation at school in the last year.
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8.4 School Observations

Details of observations of school immunisation sessions are presented in Table 8-2.
Typically, schools had two or three immunisation team members who immunised
students one at a time, except School 5, which had two immunisation teams
concurrently immunising. In addition to immunisation team staff, the School
Immunisation Coordinator was present for the entire session at each school, and a
classroom teacher and one or two aides were usually present. Where specific
examples from observations are described in this chapter, all student and staff names

are changed.

Most schools had a separate waiting area for students after the immunisation. School
5 had students waiting for immunisation, having immunisations and waiting after
immunisations all in the one large room. This resulted in a chaotic and noisy

environment.

A total of 197 students were observed across the ten schools for immunisation. They
were all students with consent and present at school on the day. There may have been
other students who consented but were absent from school or refused to come to the
immunisation area. The number of eligible students without consent was unknown to
the Researcher. One school consented only to observation in the waiting area and did
not allow the Researcher into the immunisation room, and therefore, these student

immunisations were not directly observed.

A total of 6/197 (3%) students had parents present. Of the students observed during
immunisation, 39/176 (22.2%) had significant issues related to immunisation. In
particular, 27/176 (15.3%) were distressed during their immunisation, characterised
by any of: excessive crying, screaming, struggling and/or requiring more than five
minutes to calm down and/or the use of restraint by staff, defined as holding beyond
hand-holding or steadying the injection arm. For the remaining students in this
cohort with significant issues (12/176, 7%), immunisation was abandoned due to

their distress.
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8.5 Themes and Subthemes

Themes and subthemes were developed from an iterative process using Reflexive

Thematic Analysis,?*32** as described in Chapter 7. As stated, the SEM framework

was set aside for the early phases of analysis to ensure data whereas analysed

iteratively. Once initial coding and theming was complete, the SEM was then applied

to understand the barriers and facilitators to immunisation in specialist schools,

within and between each stakeholder group. Therefore, the role, or absence of a role,

of each group of participants was explored in reference to each theme and the

subthemes within. There were five final themes and 13 subthemes. These are

outlined with the relevant interaction within the SEM in Table 8-3.

Table 8-3 Phase Two Findings: Themes, Subthemes and Interaction within SEM

Theme Subtheme SEM Level Interaction

An invisible A school is a school All levels

population The power of data

Searching for Policy (DET/DHHS) and

support Community (immunisation teams)

Going the extra
mile

Teamwork is the key
Being flexible
Never stop trying
It’s hard yakka

Community (immunisation teams)
and Institutions (specialist schools)

Competing
priorities

It’s not top of their list
to worry about

It’s easier at school

Immunisation decisions
are complex

Community (immunisation teams),
Institutions (specialist schools) and
Interpersonal (parents)

Trust takes time

A familiar face helps
We can’t prepare them
Anything could happen

Crossing the line

Community (immunisation teams),
Institutions (specialist schools),
Interpersonal (parents) and
Individual (students)
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The community layer of immunisation team members emerged strongly in all
themes, suggesting this stakeholder group as central to the SBIP. It is noted that this
group had the largest number of participants. Their interest in participating in the
research was clear, with most of these participants providing rich detailed
descriptions and answers to interview questions. This, in turn, reflects their key role
in facilitating the SBIP, their unique immunisation focus compared to other SEM
stakeholders, and their central and widespread influence. This emerges strongly in
the discussion of themes and subthemes. In contrast, the outer layer of the SEM
(policy) and the innermost layer (individual) only each appear in two of the five
themes. This suggests a less present role in the SBIP, despite the students as the

stakeholders in the innermost layer being the subject of the immunisations.

8.6 An Invisible Population

The theme of “an invisible population” refers to the absence of immunisation
guidelines and policies that include and acknowledge young people in specialist
schools with disability. Participants from all levels of the SEM acknowledged that
this population is not considered within the structure and policies of the SBIP that
currently exist. As such, young people with disability are currently invisible in

immunisation policy and programs.
This invisibility manifests in two broad ways that are discussed in the subthemes:

1. The treatment of all schools as the same in the context of the SBIP: “a
school is a school”’; and

2. The lack of data, or access to data, specific to immunisation in young
people with disability that impacts the ability to affect change on policy,

’

funding or resourcing: “the importance of data.’

8.6.1 A school is a school

The subtheme of “a school is a school” represents the constraints of the SBIP as a
program to fit mainstream secondary schools. As Ming (policy) explained, ‘‘for the
purpose of the specialist schools, we don’t differentiate at all within the
Department”. The central tenet is that the SBIP, while set up to provide equal
opportunity for immunisation for all young people, in practice is not equitable.

Interestingly, the policy participants, presumably who have the most influence in this
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high-level policy domain, discussed the shortcomings of the system extensively.
Mallory (policy) reflected on the equal/equitable dichotomy with regards to funding

of school immunisations:

You know, we fund equally across the board. So, we just give that subsidy
payment of $9.00, whatever it is, for each jab in the arm. And that is
irrelevant to the setting that you 're administering that jab, you know?
....Like I don’t think that we fund equitably. So, I don’t think that we look at
these particular settings and say, “Well, there’s a heck of a lot more work
that needs to be going into administering a program in this particular
setting.” And it might be tricky to do that. Like when you look at all of the
number of complexities in different schools, maybe it would be a challenge
for us to do that, right? Like how would we fund individually in each
different school setting? And how would you then develop a model to do
that, right? Youve got special schools and the complexities that might go

with that, and then the range of different complexities at special schools.

Thus, policy participants recognised the difference between mainstream and
specialist schools, and that immunisation funding is not adequate for the workload in

specialist schools, and they acknowledged the complexity in adjusting for difference.

The concept of difference, in this case disability, being in the “too hard basket”
(Yvonne and Mel, immunisation nurses) reverberated through all layers of the SEM.
Immunisation Nurses had a very clear picture of practical differences in the act of

immunising in specialist schools as compared to mainstream schools:

1t’s probably more of an intimate situation... so you don’t have the big
hordes of groups coming through, it’s just generally like a one-by-one basis.
And then you usually would have two nurses to spend a bit of time on one
child at that one time. And you don’t push them through as quickly because
you need to spend a bit more time with them to reassure them and just to
make sure that we are safe as well as the student. So, in some ways it’s a
slower process but we sort of need to be a bit more thorough really, in terms
of everybody’s safety. But in saying that, we don’t go through the questions,
like we might in a mainstream school as well. But generally, we don’t ask
them many questions, we just have to assume that the parents have
consented and signed, and all the information is correct. (Maree,

immunisation nurse)
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In addition to practical and logistical difference, Immunisation Nurses acknowledged
the different reasoning and decision-making that is involved when immunising

young people with disability. As Serena (immunisation nurse) stated:

You ve got unwilling, unconsenting participants that are fully grown, which
is quite different. In an ordinary school situation that wasn’t a special
school, we would never immunise children that are objecting the way that

we would in the special school.

Peta (immunisation nurse) also emphasised this difference: “You can'’t treat it like a
mainstream school. You do have to go in there with a different mindset. Even though
you are offering the same thing.” This was in contrast to the Immunisation
Managers, who were the only group of participants who expressed a belief that the
SBIP was fit for purpose for all schools. This may reflect the well-defined
administrative role of the Immunisation Managers, which does not extend to clinical
aspects of immunisation. Their emphasis is on the administrative tasks of the SBIP,

and these tasks need to be completed for every school:

We go through the same process of contacting them, asking them for
numbers in the relevant age groups, taking the consent cards down to them,
getting them back from them, arranging dates and times. It’s exactly the

same process. (Leanne, immunisation manager)

Although all other participants across the SEM levels agreed that there were
differences in immunising in specialist schools as compared to mainstream schools,
any attempt to adjust for this appears to be unspoken and unwritten. Immunisation
Nurse Serena stated that she had “never had any discussions about anything
different. It has never been mentioned in my seventeen years of immunising, anything
different about special schools”. Yvonne and Mel (immunisation nurses) explained
how they do consider the differences, while maintaining the pretence that indeed, a

school is a school:

We have always traditionally just offered pretty much everything we could

[at the specialist school] ... in an attempt to vaccinate those kids up to speed
regardless ...At times I don’t suppose that it was even on the schedule really.
The Health Department had that “don’t ask don’t tell” mentality. They were
happy to turn a blind eye for us to use the vaccines to catch these kids up but

Jjust don’t tell anyone, basically.
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For parents, inequitable policies and structures are phenomena they experienced
throughout a variety of health encounters, not just immunisations, and this was

expressed with a degree of resignation:

1 think these things are, you know, in any public health system these things
are a bit of a sausage factory and, you know, you are either this kind of
sausage or that kind of sausage or you re one of the ones who can’t be

served at this shop and off you go. (Andy, parent)

Therefore, the SBIP is a standardised program for all schools and does not allow for
equitable adjustments. The fact that there are differences in schools that affect the
program is understood across all levels of stakeholders, but it is accepted that these
differences are too difficult to adjust for, or are simply the consequence of minority

groups. This is where the power of data is vital.

8.6.2 The power of data

The subtheme of “the power of data” reflects the need for evidence to recognise
inequity and to influence policy. High level immunisation data are predominantly
focused on vaccine uptake figures. Georgie (policy) critiqued this focus, explaining
immunisation uptake data as a powerful political tool, rather than an actual health

outcome:

So, we have an interesting government approach that it is all about coverage
rates and I have tried to explain to them that that is actually an input and it

is not an outcome. An outcome is reduction of disease.

Georgie continued to explain that despite the different focuses of stakeholders, data

are central in influencing government:

Data is just so powerful... I think the only way to get support and movement
is to say look at this, because if you don’t say it, if you don’t put those hard
numbers in front of people, the Minister won't [listen] ... yes that's the way

to do it.

Although DHHS Immunisation Section stakeholders stated that they recognised
“there may not be year levels like mainstream year levels for specialist schools, and
[we are] very lenient in how we see a vaccine goes out in that regard” (Ming,
policy), this was disputed by Kate (school), who explained that “all our data goes by

year levels so I kind of try and bunch them into a year level according to their age
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for the data, but it is a bit tricky.” Specialist schools need to determine eligibility
based on age, and according to recommended age ranges, students are eligible across

two years, which causes confusion, as Mary (immunisation manager) explained:

The only thing that frustrates me with the special schools, in terms of what
Department of Health want, are statistics. That really frustrates me. I'll give
you an example. Here, these three will be part of that age group. Yet, I can’t
offer it because they had them two years ago. So statistically-wise, I don’t
like the way they ask us enrolment numbers and things like that. If I include
them and [ say ... we had given it two years ago, and I can’t really say
“elsewhere” because I’ve given it. So that’s the only thing that’s not really

clear with Department of Health enrolment numbers.

So while immunisation information is requested by the government, the accuracy and

reliability in ungraded schools is compromised. As Mallory (policy) stated:

I would have absolutely no idea, in those alternative setting schools, what
their coverage rate is really either. So I don’t think we re doing a good job
at looking at these populations of youth across the board and setting up
particular programs to be funding them. Like, I don’t think that we re doing
a very good job in general at doing it... for some of these special groups, the

data’s been so invisible for so long.

In this context, the lack of data, which is a result of the invisibility of young people

with disability, then acts to reinforce the conditions that create this lack of visibility.

While policy participants spoke about data solely in the context of immunisation,
immunisation teams also spoke about the difficulty collecting measurable data about
their workload. This is particularly pertinent when immunising in specialist schools
that require more time and resources. Rose (immunisation nurse) said, “We can’t
measure an outcome from that so there is not really any work. No not any work!

... They can’t make it into a KPI because it is not measured.”

School Immunisation Coordinators spoke about data in the context of the importance

of keeping their own records of student immunisations for more practical purposes:

Some might say, you know, that they just declined, which means they just
didn’t want it and whether they 've not returned, so I keep all that data just
for my records because sometimes the parents will call in two years later

and I will say, “No you declined it” or “You didn’t return the form” or
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whatever, so I can go through it with them. (Anna, school immunisation

coordinator)

The importance of School Immunisation Coordinators keeping their own records of
immunisations was partly explained in the context of the difficulty in determining if
a student has been immunised. Schools do not have access to the AIR and HPV
registers. When Amy (school immunisation coordinator) was asked if it would be

helpful for schools to have access to these registers, she responded:

Oh that would be terrific. One, we would be able to catch-up on people who
come to us. We will be able to send the transcript to many people [who]
come to me asking what did they get done? And it’s only because I keep
records of what they 've done... because they have to fill forms out for all the
Centrelink or another organisation... but if I had, yes, I would love that.

That would be terrific.

Parents spoke of immunisation data in the context of their individual child’s record
rather than data to drive policy, funding or resources. Interestingly, Stephanie was
the only parent who seemed aware of the existence of the AIR, but was not confident

in its accuracy:

After a while my husband and I would say, did he ever have that
vaccination? And sometimes we would check on the Immunisation Register.
Sometimes it is put on that, but the flu vaccinations don’t ever get put on

that, so it is a bit hard to tell.

The other parents did not discuss the Immunisation Registers. In fact, they seemed
largely unaware of their ability to access their child’s immunisation record. Andy

(parent) stated:

Being able to muster [the information] would be easier ... if his record
somewhere had that information on hand already, so I didn’t have to traipse
around to his GP and the Council and everywhere and figure out what he’s

got and what he hasn't.

For parents, the power of data was described as being able to easily determine what
immunisations their child is due for and when. For parent Lara, the difficulty keeping
track of this information was in fact a key factor in her choice to take her child to a

3

tertiary care hospital for adolescent immunisations, instead of the SBIP: “...because

everything is up to date, theyve got it all on their computers and it [is] just easier
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then.”

Therefore, lack of data impacts the clarity about individual records and aggregate
data at the parent, school and immunisation team level. In addition, the issues with
collecting accurate data on immunisation in young people with disability compounds
the invisibility of this population and also the support needed to meet the extra
challenges of immunising in specialist schools. This is illustrated by the theme

“searching for support.”

8.7 Searching for Support

The theme of “searching for support” refers to the interaction between policy (state
government Departments of Health, and Education and Training) participants and
immunisation team (local government or local government contractors) participants.
This theme discusses resources within and between state and local government teams
to manage a large program, and how the perceived lack of support for the SBIP from
the Victoria State Government affects the morale of local immunisation teams. This
tension is particularly heightened in the context of the challenges in the SBIP in

specialist schools.

There is no individual allocated to oversee the SBIP in either in the Victoria State
Government Departments of Health or the Department of Education and Training.
Despite this, Georgie (policy) listed the significant role of the Department of Health
in assisting local government with the SBIP. This includes infrastructure, such as
funding, software and paperwork, as well as advice and safety surveillance, and a
point of contact for schools and parents for any immunisation issues that arise.
Georgie summed this up: “We try and take a lot of pressure off local governments...

that’s the way I see the support around the whole school program.”

However, this appears to be at odds with the perceptions of immunisation teams
regarding support. None of the immunisation team participants interviewed
expressed that there was any supportive communication from the Victorian State
Government Departments with regards to the SBIP. Many immunisation team
participants voiced an acceptance that “we just basically run our program and then
that’s about it” (John, immunisation nurse). Some of those in the policy level agreed
with and justified this sentiment, referring in particular to the Public Health and

Wellbeing Act’® that mandates local governments to provide an immunisation service
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for children and adolescents living in that municipality. In recognition of LGAs’
responsibilities according to this Act, Ming (policy) stated that the Department of
Health “try not to manage the schools too much. It’s tends to turn into Big Brother a

little bit.” Elinor (policy) explained further:

[Local governments] are quite autonomous, because 79 local governments
run different services out there. Some councils do the job for other councils,
that sort of thing. Or they 've got a contractor that comes in, so they re quite

autonomous in that.

Rose (immunisation nurse) was very vocal about the low priority of the SBIP within
her own LGA, as well as the DHHS Immunisation Section and DET, and the impact

of this on the morale of immunisation teams:

If there was someone that was in the Department [of Health] that had a
liaison with Department of Education that may be able to work with these
schools and help... give the immunisation some sort of priority in the
school... It just feels like we are these little tiny teams trying to do big
programs without very much support from a government level. And within
our Councils we are not seen as an important service. We don’t bring in a
revenue and we generally are a high-risk group so we, you know, we have
risk of needle sting, weve got all those things that they deem as a risk
because that’s what Council’s about. They re not about necessarily
providing the immunisation program so the school program, I think, is very
undervalued probably from Council, and it definitely doesn’t appear from
the state level either, that the schools programs are of any importance. If
they don’t have someone dedicated in DHHS for looking after school

programs, what does that say from the government?

In addition, Rose expressed frustration that her requests for assistance with aspects of

the SBIP went unheard and unanswered:

There is no definitive assistance. If you 've got a school that is identified as
really low coverage, nobody rings you and says is there something we can
do?...I asked at a couple of the DHHS, the region meetings, something about
is there something that you guys can help with? And nothing, and so [

actually think I am becoming a little bit disillusioned at times.

This lack of connection with and assistance from the Victoria State Government in

managing the SBIP was reiterated by other immunisation teams. Mel (immunisation
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nurse) discussed the same issue in relation to searching for support from the DET:

Idon’t know if'it’s Education Department level, the support for the schools
to promote the program in the specialist schools and perhaps provide the
resources so that the maximum number of staff do understand the
importance of the program and what they can do to support the program to
make it a little bit more uniform across the board, and also maybe how to
get past their own personal prejudices. If a student’s family has elected to be

immunised then we sort of need to help facilitate that.

Beth, a regional Immunisation Nurse, had attempted to implement a program to
catch-up childhood vaccinations alongside the SBIP for students in non-mainstream
schools in her region. This was an intervention that was beyond the requirement of
the SBIP, but one that, interestingly, policy participant Mallory suggested would be

future best practice:

We need to at least start, and we are having discussions about it, is piloting
some projects in some of these alternative settings: special schools, flexible
learning centres, English language schools, etc., where there’s more
comprehensive catch-up being delivered to students in those schools, where
we know that the coverage isn’t great, and it reflects the whole NIP Program

and not just the adolescent vaccines.

Despite this, Beth, like Rose, felt her request for support from the DHHS

Immunisation Section was unheard:

Yes we were trying to get extra funding... I did write to [the Department of
Health] and I was trying to get some funding to do this, but I didn’t get any
replies either, so we just went ahead... I really needed another nurse in here.
1 just killed myself... because it is really hard to check, well now we won'’t
have the HPV register, but you ve just got to try and tally those children up

all the time with the registers, so it is quite exhausting.

Ming (policy) provided a different perspective on this disconnect between state and

local government in supporting the SBIP in specialist schools:

We rarely hear any issues around specialist schools for whatever reason. It
may be that they don’t think that it’s an issue that needs to be dealt with at
this level. They might think it’s something that they deal with internally. But

no, we rarely hear any big problems with any of the kids with disabilities
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within schools or at any specialist schools. I mean that could be a matter of

putting it out there and saying, “Tell us if there are issues.”

Another consequence of this lack of communication is that extra work that is put into
the SBIP when administered in specialist schools is unaccounted for and reliant on

’

goodwill. This is discussed in the theme “going the extra mile.’

8.8 Going the Extra Mile

The theme of “going the extra mile” refers to the process of immunising students
with disability in specialist schools. This theme focuses on the interaction between
two levels of the SEM — the community level of immunisation teams and the
organisational level of schools. The core tenet is how these groups go the extra mile

to immunise in specialist schools.

The factors within this theme are described within four subthemes. The number of
subthemes reflects the breadth and depth of rich descriptive data from participants

about the process of immunising in specialist schools. These subthemes are:

1. The importance of a close working relationship between immunisation
teams and schools: “Teamwork is the key”;

2. “Being flexible” in how the immunisation day runs and how and where
immunisations are given in specialist schools;

3. The value of persistence and tenacity in immunising young people with
disability: “Never stop trying”; and

4. The physical and emotional toll of going the extra mile in specialist

schools: “It’s hard yakka.”

8.8.1 Teamwork is the key

Teamwork within the immunisation teams was referred to many times as a key factor

in a successful immunisation day:

Weve got a good team and we 've all worked together for quite a long
time... If somebody says, uh oh!..., you look, and you just stop what you 're
doing, and you look, and you see what is happening over there. Yes, we are

no heroes. We are a team. (Alana, immunisation nurse)

There was also agreement by Immunisation Nurses that immunisation days in

specialist schools were easier to organise, ran smoother and were less stressful when
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there was a strong relationship between immunisation teams and the schools. Caitlin
and Rylee (immunisation nurses) discussed how they “love coming to [the special

school] ” specifically because of the school staff:

The staff are so fabulous... So supportive of one another. The staff are just
absolutely brilliant. Supportive not only of the kids, but supportive of us as
well which is really, really important and that makes it go just so smoothly,
even if it is really challenging or confronting like it was first round. We both
remarked how it was really challenging but the staff are just so exceptional

really, really are exceptional.
Martha (immunisation nurse) echoed this:

1 really enjoy going to the local special school. The staff there are fantastic,
and I think we have a good relationship with them... I've got a really good
relationship with the main sort of admin person and she sets up the
appointments and sends all the cards home and follows up with them... And

they seem to like us coming, like they don’t sort of complain about it.

Yvonne and Mel (immunisation nurses) had two very different experiences at the
specialist schools in their region. They described the relationship between their
immunisation team and one of the specialist schools as a very strong partnership, and

their relationship with the other specialist school as less than ideal:

We find at [one specialist school] that the students are more immobile. But [
don’t know, it’s just a whole different vibe isn’t it? There’s a lot of staff and
the program is really well supported so we do get a lot of support from
admin and principals ... they usually come with their carer so each student
will come with an adult whether they are walking or they are in a wheelchair
and so you've got them to liaise with and they re very supportive of their
student that they are with, which is in complete contrast to [the other
specialist school]...we are sort of unsupported. There might be a carer
there, but they are hands off. The students are very mobile and strong, and
we don 't feel like there is much support from the school as whole in terms of
rolling out an immunisation program, so whether people don’t believe in
immunisation or believe that immunisation has caused issues in these
children or there is just an unsaid something... So we get this real contrast

of experiences.
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One factor that was noted as helpful in building a relationship with the school was
the consistency of staff. When “it’s the same people, like they have been there a long
time... it is easy because we’ve all been doing it a while” (Peta and John,
immunisation nurses). Immunisation Nurse Jordana discussed the importance of
“combined collaboration with the teachers,” and how this is the key to the success

of a session.

The School Immunisation Coordinators reciprocated these thoughts, both of the
importance of a working relationship with the immunisation teams, and how this

generally evolved over time:

1t’s 5o often with those nurses we 've got to know them over the years and
that has been really valuable... we have had really good relationships, as [
say, that are built up with the staff and because we 've been able to do them
in smaller numbers, they often comment “oh this is so different to doing it in
a mainstream school” because there is that different relationship. (Athena,

school immunisation coordinator)

In addition, School Immunisation Coordinators expressed appreciation when the
Immunisation Nurses understood young people with disability, and were aware of

their differing needs:

The two nurses that have come are absolutely brilliant. They are so good
with the kids and they understand them. One of them has been coming, oh,
ever since the program has been running here which is even before I took it
over in 2014, so she knows. She knows they 've got disabilities and her
approach is just brilliant. It’s just great. So without them we wouldn’t get

anywhere near as far as we do. (Philippa, school immunisation coordinator)

Overwhelmingly therefore, immunisation teams and schools spoke about teamwork
as essential to the smooth running of the SBIP, especially in specialist schools. This
included the communication between local governments and the schools and a
shared understanding of the varying needs of students with disability, which required

’

flexibility. This is discussed in the next subtheme “being flexible.’

8.8.2 Being flexible

Another aspect of immunisation days discussed both by immunisation teams and

School Immunisation Coordinators was the necessity of “being flexible.” This was
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recognised by Immunisation Nurses who were experienced in immunising in

specialist schools:

It can take a lot of time you know, managing backwards and forwards you
know, they might come in and out and we basically are looking at each child
as individually rather than like just a bit of a train process in that sense.

(Peta and John, immunisation nurses)

Jordana (immunisation nurse) discussed not being able to have a definite plan for the
day:

1 think the time spent there, like you know, you can’t have a set plan when

you go there, well you can, you can have a broad plan, but you just have to

allow for someone running off down the corridor and out into the garden

and give them time. And you do, sometimes you can spend half an hour with

one client and you will eventually get them there, and you can usually

immunise them.

Other immunisation team participants mentioned how they adjust their schedule to fit
the needs of students with disability. For instance, Mary (immunisation manager)
ensured she scheduled a specialist school on a Thursday, as a parent requested to be
present for the immunisation and that was their day off. Yvonne and Mel
(immunisation nurses) started the immunisation session at one of the specialist
schools they visited later in the morning, after realising that there were many
children who did not come to school on time, and Immunisation Nurses Peta and
John, as well as Niamh and Lavinia and the nurses in Focus Group 1, all spoke of
immunising in classrooms if students were more comfortable there than in the

designated immunisation room.

School Immunisation Co-ordinators appreciated when immunisation teams “read the
play pretty well and [are] pretty flexible” (Mandy, school). In return, however,
School Immunisation Coordinators explained they are also flexible in supporting the

Immunisation teams:

We have a lot of problems with getting consents and notes returned ...and

we might have a 20% return by the cut-off date, and if they were not flexible
with their dates it wouldn’t be as successful I don’t think in terms of uptake.
As it is, because I tend to get notes back and I'm a bit flexible and I just say,

“alright give them to me and I'll drive them over after work and drop them
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off at [the LGA] " and I do that a lot. (Mandy, school immunisation

coordinator)

For schools, this flexibility is an extension of their role in the lives of their students,
particularly with respect to their health care. School Immunisation Coordinator Sarah

described this as a necessary, but unrecognised, part of her job:

For certain families we most definitely attend appointments with families,
either during school hours or occasionally outside of school hours, but that
is to ensure that these kids actually get to the appointment... I probably
strongly believe there would be many, whether it be at a Departmental level
or at a school level that would say “‘well you prove to me how this helps the
kids interface with the National Curriculum. If it doesn’t help them interface
with the National Curriculum then it is outside our scope.” But I would
argue, the school in a child’s life is a real epicentre of their interaction with
the broader community and you know, societal expectations and all those
sorts of things, so their health will impact on their ability at some point and
some level with being able to access the National Curriculum, so if you don’t
have that foundation stone sorted then really, you are behind the eight ball

before you start.

Athena (school immunisation coordinator) also discussed student health and

wellbeing as a school responsibility by default:

Yes it is the whole wellbeing of the child, because often there are no other
professionals. Or other professionals may be involved short term but there is
no long-term monitoring of these children, and if it is not sort of picked up at

the school level then often there is no one else to pick it up.

This illustrates how specialist school staff go the extra mile in many ways, not just
for the SBIP. This appreciation of the link between education and health care, and in

particular the value placed on immunisations, also underlies the subtheme “never

stop trying.”

8.8.3 Never stop trying

Both immunisation teams and schools discussed the persistence and tenacity, to
“keep trying... never stop trying” (Beth, immunisation nurse), that is required to
maximise immunisation of students in specialist schools. This is, in part, due to the

number of students missing immunisation day due to a high absentee rate in
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specialist schools, where “the actual school attendance is so unpredictable” (Sarah,
school immunisation coordinator). Even when students are at school with parental
consent for the immunisation, it may not go ahead if students are very anxious or
have challenging behaviours, so successful immunisation occurs only after repeated
visits, where “it is just maybe catching that child at the right time on the right day”
(Beth, immunisation nurse). This was illustrated by student Alex in Observation Box

1.

Box 1: Observation from School 2

Students come in in groups of two and three. It is generally calm, with
students verbally protesting but sitting on the chair and accepting their
snake lolly when immunisations were done. The two nurses have been to the
school many times and chat easily with the staff and the students as they
come through.

Jason is about the fifth boy to come in, he is small and was crying. He
sits down protesting “No!!!”

The door opens, and another boy bounces in with a cheery smile and a
teddy under his arm. “This is Alex,” says Wendy (nurse). They explain Alex
“hasn’t quite let us give him his immunisations yet, but we will keep trying.”
Alex sits by Jason and puts his arm around him during the immunisation
“You know what?” he says to Jason, “you are BRAVE”.

Alex stays and watches the next two immunisations repeating, ‘‘you are
BRAVE” to the students as each was done. Wendy turns to Alex “Are you
ready to be brave?” Alex jumps up, “Oh god no!” he says and exits out the
door.

Wendy turns to the observer and says, “That’s good for Alex, we

couldn’t even get him to come near us last year.”

Towards the end of the session Alex makes a reappearance. “Ready
now Alex?” Wendy says. Alex shakes his head and hangs back, but then
darts to the chair and sits down for a split second. “Come on Alex,” says
Wendy “you’d make your mum very happy if you had this done.” Alex
shakes his head again and darts out the door.

Fifteen minutes later all the other immunisations are complete, and the
nurses pack up. Just as they are closing the last case Alex comes back in.
“I'm ready!!!” he announces. Wendy glances very briefly at the equipment
that has just been packed away but doesn’t hesitate as she starts to open the

case again, “Great Alex, can you sit down?”’

Alex jumps back, “No I've changed my mind!!”
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Wendy sighs, “Alex you’d make me a very happy woman if we could

’

leave today knowing you had your needle.’
Alex disappears out the door. A minute later he is back and holds out

the teddy. “Teddy is ready!!”
“Do you want me to give teddy his needle?” says Wendy.

Alex nods and carefully Wendy lies teddy down, holds his arm and
immunises him with an empty syringe. Then she places a Band-Aid on
teddy’s arm and hands him back to Alex. “There, teddy was very brave!

Now is it your turn Alex?”
“No!!” says Alex and disappears.

The school immunisation coordinator comes in. Wendy says, “We
immunised Alex’s teddy but not him. We will try again next time. We will

keep trying and eventually he will do it.”

Immunisation teams were well aware that “if we could do more visits we could catch
more children” (Beth, immunisation nurse), and within resource and logistical

constraints, they often provided extra visits to specialist schools. They also described
catching up adolescent immunisations for young people in specialist schools beyond

the scheduled age:

We also go the following year, if they 've missed their final dose of HPV in
year 7, we might do it this year which we certainly wouldn’t offer that to any

other mainstream schools. (Jordana, immunisation nurse)

Catching up missed immunisations in specialist schools is resource and time
intensive. Martha (immunisation nurse) described the process of determining catch-

up and then encouraging follow through:

I went and checked all their records and then I sent like individual letters
with the appropriate consent cards. So we had a few kids this morning who
had missed their third dose of HPV like last year, so I went and checked all
the records to see if they had had it or not and then I sent home the HPV
card and I would write on it, you know, dose one was given, and dose two
was given, only due dose three or whatever, and then I wrote in the letter as
well, you know, that we are catching up with some vaccinations that were
missed at the end of last year and they only need this one to catch-up with or

whatever.
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Apart from the increased workload, immunising young people with disability can
also have an emotional toll on Immunisation Nurses who build a relationship with
students through multiple attempts at immunisation. Rose (immunisation nurse)

emotionally recounted one such experience she had:

1 reckon I took a card for a kid, I think I took it for three years... we were
chasing him in the end for Hep B and the bloody program had finished,
[but] I still took a Hep B every time and this child... I said, “shall I stop
bringing his card?” ...and [the school nurse] said “no, because mum and
dad really want him to be immunised and if he needs the immunisation this
yvear we’ll immunise him”, and I said, “all right” and anyway we did
immunise him in the end. We did get his full course in - and he died six

months later.

As a contrast to the general trend to “keep trying” to immunise students, Philippa
(immunisation nurse) described a time where she refused to keep trying, a decision

she made based on the time and resources she had already spent without success:

1 had one instance where the mum said, “what about next time” and I said
“no.” She said, “you’re refusing?” and I said, “l am refusing. An hour and
a half, we got nowhere. If you want your student to have the immunisation

you 're going to have to take them to the doctor.”

Although there were many examples of immunisation teams refusing to keep trying
to immunise an upset student, this was the only example in the data collected of an
immunisation team refusing to try again to immunise a student at the next visit. The
intensity of immunisation encounters in specialist schools contributes to a significant

physical and emotional toll on staff, discussed in the next subtheme.

8.8.4 It’s hard yakka

The overall sentiment from both immunisation teams and schools was that school
immunisations in specialist schools are not easy: “It’s a really hard day and it’s a
really hard yakka for everyone to get it done” (Amy, school immunisation
coordinator). For immunisation teams, it can be both physically and emotionally
challenging, despite there being far fewer students to immunise in a specialist school
as compared to a mainstream school. Moira (immunisation nurse) in Focus Group 2

stated:
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1 always find it wearying... not so much [because of the school], because it
is small. There are three or four kids there, but I come away from here

feeling physically and emotionally a bit drained.

Peta (immunisation nurse) found immunising in specialist schools “daunting, ” and

this was also reflected by Maree (immunisation nurse), who explained:

1 think I probably went there in my first year and I walked out feeling a bit
like, oh gosh, shaking, going, “Wow, that’s confronting!” But even now

sometimes [ feel like that too.

It was unclear from these nurses if it was actually the disabilities of the students that
were daunting and confronting, or whether it was the process of immunising young
people who may have limited communication and receptive understanding. Caitlin
and Rylee (immunisation nurses) also used the word “confronting,” but primarily in

reference to the experiences of the students:

First round definitely it is more confronting for the children, for the students.
1t is a brand new school for a lot of them and they are very nervous and
scared... They were really nervous and really challenged and they

challenged us, and yes it was confronting for them.

Interestingly, Jordana (immunisation nurse) also used the word “confronting” but

qualified this quickly by stating that despite this feeling:

Not one of us has ever walked out of there feeling really upset. We 've walked
out of there feeling, you know, it’s a warm fuzzy feeling, you know, that you
walk out and you go, gee, those kids, what they 've got going on in their lives
it’s something that I can’t even fathom and where they 've come from and
what their future is, but right here and now we have given them that little

boost maybe.

Serena (immunisation nurse) was very frank about how difficult she found
immunising in specialist schools. This was, in part, due to the threat of physical

injury in this environment, but also in relation to the moral distress she experienced:

1 find the special schools particularly challenging. The physicality of it I find
challenging and unfortunately it makes me, I am uncomfortable. I am
uncomfortable with the coercion and the restraints and the general setting.
The fact that I almost never come out of a special school without being

physically hurt... And so I think I come in with the preconceived idea that [
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am going to get hurt and I don’t know whether that is a good way to come
gomglo g &g y

into a school situation.

School Immunisation Coordinators also described the challenges of school

immunisation days, which were managed alongside their regular workload:

1t is hard work because I actually do my job as well, so I might run to a
seizure or I might run back to see where they are up to and try to keep things

moving along. (Amy, school immunisation coordinator)

This was difficult enough for Schools Immunisation Coordinators who were
registered nurses and therefore appropriately absorbed the immunisation role, but not
all schools had a trained health professional to assume this responsibility. For those
schools, where a teacher or admin staff coordinated immunisations, it was considered

that this would be even more challenging:

So I really think without someone like me [a nurse] to be liaising with the
Shire, to be liaising with parents, to have the knowledge to explain the pros,
cons and options, I think for a lot of specialist schools this would be very
troublesome. It would be really hard. (Sarah, school immunisation

coordinator)

Mandy (school immunisation coordinator) suggested that, like the immunisation
teams, school staff can find immunisation day exhausting and stressful. The
experience of the day, rather than immunisation uptake, is how she measured

SUCCESS!:

1 think I also would judge success on whether at the end of the day the
immunisers and our own teachers and staff are scarred and felt like they
needed to go home and drink a bottle of red, or whether they got through the
day and you know, it’s busy, and it’s stressful, and it’s a bit crazy, but I think

mostly they felt like it was manageable.

This subtheme illustrates the personal consequences of going the extra mile for
immunisation teams and schools. The willingness to do this to administer the SBIP
reflects the way in which these groups attempt to support immunisation of students
with disability, often in the context where the parents of these young people have

many other competing priorities.
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8.9 Competing Priorities

The theme of “competing priorities” refers largely to parental consent for
immunisations and the factors that determine whether this is achieved. This theme
focuses on the interaction between three levels of the SEM — the community level of
immunisation teams, the organisational level of schools and the interpersonal level of
parents. The central finding is that for parents of young people with disability,
immunisation has to compete for their attention with many other priorities. This is
not only due to the additional needs of their child, but also social stressors. In

addition, there are a number of factors that influence consent.
There are three subthemes under this theme:

1. The lower priority immunisation has for parents of young people with
disability: “Not top of their list to worry about”;

2. The logistical benefits of providing immunisations at school for these
families: “Easier at school”’; and

3. The variety of factors and influences on consent and administration of
immunisations in specialist schools: “Immunisation decisions are

’

complex.’

8.9.1 Not top of their list to worry about

Participants discussed two different types of issues that took precedence over
immunisation for families. The first was “the number of kids that have life
threatening things going on all the time. You know, it’s just not the top of their list to
worry about immunisations” (Stephanie, parent). In this context, the priority was the
all-consuming or very complex health and wellbeing needs of the young person
related to their disability. This was discussed by parent participants largely in the
context of other families, as all the parent participants interviewed in this study were
invested in ensuring their children were up-to-date with immunisations, regardless of
their child’s medical needs. Despite this, Andy’s son had missed immunisations due
to significant behavioural challenges, and Andy therefore explained very eloquently

why immunisation was currently not a priority:

Iwouldn’t bother thinking about it, because it’s hard and hard on him, and
if he hates the process, then he just hates the doctor and I don’t want that. So

basically there is always this, you 've always got to try and [leave] certain
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doors open to him... He is currently very excited about hospitals and doctors
and things. He likes them generally. But if that door slams shut with a bad
experience, a frightening experience or pain experience somewhere that is
unnecessary, then that will just shut the door to everything... It’s that
balance between choosing immunisations over maybe something else that

you are able to do at the moment.

The second and more prevalent issue related to prioritising immunisations was
discussed by Immunisation Nurses and School Immunisation Coordinators. This was

the social context of the families with children in specialist schools:

Some of the kids unfortunately come from really complicated social
backgrounds and separated families and you know, perhaps parents with
disabilities themselves or intellectual disabilities themselves, so it is not a
priority. I think in the scheme of all that they 've got going on in their life, an

immunisation is not a high priority. (Jordana, immunisation nurse)

Many participants referred to the prevalence of inter-generational disability among
families of children in specialist schools. Sarah (school immunisation coordinator)
discussed in detail the effect this has on not only immunisation, but on overall

student wellbeing:

If you’ve then got that, what [ keep talking about, the intergenerational
disability, you haven’t got proactive parents. You haven’t got parents that
have sort of worldly experience that make them think “you know what I'm
going to go and get myself an OT or I need to go and talk to a doctor about
this, this is just not right.” So yes it is those kids that aren’t immunised,
aren’t whatever, and is just through, and I say this with respect, it is through
ignorance and that’s not fair because you don’t know what you don’t know
until somebody tells you that you didn’t know it... So I think that is why a lot

of our kids sort of aren’t part of these programs.

As well as “parents with intellectual disabilities,” several other social issues were
listed by Mary (school immunisation coordinator) as reasons for poor consent card
return, including: “Parents who don’t read diaries. Limited interest. Parents who
have substance abuse issues. [Students] in out of home care.” Fatima (school
immunisation coordinator) described consent card return in a school environment
with many non-English speaking families as: “A4 tad challenging. Many of the

families couldn’t read the paperwork to start with. A lot of Arabic-speaking families
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’

where the Mums don’t read Arabic or English, so we had some problems there.’

School Immunisation Coordinators were consistent in describing families of students
in specialist schools with significant and multiple social disadvantage. The issue of
consent in this context was not described as unique to immunisation: “We have a
persistent problem of people not returning forms for anything unless it’s got food

involved” (Fatima, school immunisation coordinator).

Following up consent cards added to the School Immunisation Coordinator workload

considerably, although this was identified by most as important:

1 do think that like the follow up contact with parents, whether it is sort of
from a constant person or who it is from, but actually checking in with
parents who haven't returned forms as to sort of why not? Do you need more
support and how can we help you to give you that support? So it is about the
relationship between the school and the parent. (Sarah, school immunisation

coordinator)

In response to literacy and language difficulties, one school had trialled
Immunisation Nurses coming to the school on parent-teacher night to meet with
families and explain the SBIP verbally. This appeared to have some success, with a
number of consents completed on the evening. However, other School Immunisation
Coordinators felt they lacked the motivation to keep chasing consent cards: “/
probably don’t do enough chasing up of [consent cards] which I know they like us to
do. I probably don’t do enough of that. If they don’t come back, we are like - bad

luck” (Amy, school immunisation coordinator).

This subtheme reveals that parental consent for immunisation for young people with
disability is very commonly difficult due to practical issues of family organisation. In
this context of social disadvantage, it follows that despite this, immunisation at

school is often the easiest option for families.

8.9.2 It’s easier at school

A consequence of the impact of competing priorities was captured in the subtheme of

“it’s easier at school.” This subtheme reflects beliefs expressed about the SBIP:

For the parents most of the time it is probably much, probably an easier or a
better way for them to actually get the vaccinations done rather than having

to get the child to the doctor. Some kids would be different but some kids 1
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think if they weren’t vaccinated here probably wouldn’t be vaccinated at all.

(Lavinia, immunisation nurse)

This sentiment was expressed by Immunisation Nurses and Managers, School
Immunisation Coordinators and parents. A number of Immunisation Nurses who
worked in regions with low socioeconomic profiles linked this to the fact that
“probably about only 20% of them will probably get it outside of school if they 've
missed it here... if we don’t do it then these kids potentially aren’t going to have it”

(Jordana, immunisation nurse). Similarly, Philippa (immunisation nurse) said:

We are in a fairly low socioeconomic area and a lot of our parents, anything
that the school can do is very quickly given to the school to do because it is
just too hard. It’s too difficult... Parents have learnt that if they do it, it is
done. It is done here at school. There is no responsibility. We do all the

work. It is done.

While overall participants were empathetic to the challenges that families of young
people in specialist schools were facing, the pressure on immunisation teams and
schools to successfully immunise these students led to some frustration. Mandy
(school immunisation coordinator) felt the SBIP “crossed health over with
education, ” but that school was nevertheless the best place to give adolescent
immunisations because “if you lived in an ideal world where everybody looked after
their children... then I would say no, maybe they should all take them to the clinics
themselves, but that is not the reality.” Sharon in Focus Group 1 was quick to state,
“I’'m not judging [this] badly [but] it’s a school and here they are, virtually doing
what a parent should be doing technically.”

Logistically, the SBIP for adolescent immunisation was described as “easier [for
parents]” (Focus Group 1, immunisation nurses; Niamh and Lavinia, immunisation
nurses; Stephanie, parent), “low hassle” (Julie, parent) and “something [parents]
don’t have to worry about” (Peta and John, immunisation nurses). Yvonne

(immunisation nurse) explained this further:

So if they are at school they are well enough to be immunised and it is one
less thing for the parents because they no doubt have many appointments to

attend as it is, so it is generally one less thing.

Immunisation Manager Mary was blunter in her statement: “7This is an opportunity

for parents to say, ‘Oh, let them deal with it’, you know, ‘At least that way it gets
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done and I don’t have to deal with it.””

However, a few participants suggested that the low coverage at specialist schools
may be because a higher percentage of young people with disability were seeking

immunisations at a community provider:

1 also feel that they are probably in medical facilities or treatments or in
regular contact with doctors, and the parents would probably use their GP
or that treating physician as their source of information and treatment, and
because you don’t really know what happens in those clinics either, you just
sort of wonder and hope that that is where they are seeking immunisation

from. (Jodie, immunisation manager)
Stephanie (parent) also suggested:

I mean also I don’t know how well the immunisation register reflects it but
there is also a possibility that a number of people are not missed at all, they

Just spend a lot of time seeing specialists and everything gets done there.

However, interestingly Stephanie also reflected on the barriers to immunisation at a

GP:

But is just easier to have it done at school because you know it kind of spoils
the relationship with the GP if every time we go to the doctors it becomes
about having a vaccination, so we try to avoid doing that as much as

possible because we have other reasons we want to go there.

Some participants expressed doubt that other health professionals were immunising
young people with disability: “/ don’t think their doctor is doing it” (John,
immunisation nurse). Fiona (immunisation nurse) also highlighted that if a child is
difficult to immunise in the school setting they are likely to be difficult in the GP

setting:

Sometimes parents maybe give up, so that is why we try the best we can
because in our team it is probably a better option than maybe if they do go
to the doctor, maybe the doctor just throws their hands up and says, “look
we can’t do it either.” Or if the parent maybe can’t get them in the car and
maybe get them there once they sort of get a sense that that is where they are
heading, maybe it is so difficult for the parents. So look there might be a

number of factors why that is the case then.
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Sarah (school immunisation coordinator) suggested that in fact it is “naive” to
assume young people in specialist schools were linked in with health professionals at
all. Although Julie (parent) and Shelley (parent) had discussions about
immunisations with their health care providers when their children were young, there
was little evidence from participants that health professionals practised opportunistic
immunisation in adolescence. As Rose (immunisation nurse) observed: “There are
some children in those facilities that we know go and have routine care or they go
and have a general anaesthetic, or they are seen by other clinics, but immunisation is
never ever discussed by them seemingly.” Freya (parent) was well linked in with
health care and named four paediatric specialists as well as a GP involved in her
son’s care. However, when asked if any of these health professionals had checked his

immunisation status or discussed immunisation in the adolescent years, she replied:

1t’s never really discussed I guess no, never really discussed I don’t think.
Only if he has been admitted to hospital like as a standard admission
question but yes, no I don’t think it has ever really been brought up

otherwise.

8.9.3 Immunisation decisions are complex

While the overall sentiment was that for parents of young people with disability,
immunisations were not a priority, there was still acknowledgement that
immunisation decision-making, and the factors that influence this, are often not

straightforward:

1 think immunisation is one of those complex things. It’s not just about
actually the medicine and what it does. It’s much broader than that. It is
about the child, the family, the beliefs of the family and the stress of the
child. Yes I think that there is multi layers to the issue of when and how and

whether you even do immunise. (Julie, parent)

Parents named their GP, paediatrician or council nurses as potential sources of
information about immunisation, but only Shelley (parent) had actually questioned
health professionals about the adolescent immunisations, after early advice not to
immunise her daughter due to her underlying medical condition. Despite this, she felt
most people made immunisation decisions by “just talking to people... just randomly
almost.” Other parents stated they had had no discussions about the adolescent

immunisations, and in fact consented to them with very little information:
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...there’s not a lot of information comes home until after they have had it,
you get a bit of paper to say that they have had it, but yes I don’t think there
was much come home before it. It was just a notice to say that they were
having immunisations on that day but yes I don’t think it was until after they
had the immunisations that we got the information sheet about what it was.

(Freya, parent)

When Kathryn (parent) was asked what she thought about the amount of information

she received about school immunisations, she responded:

1 am happy because most of the time you can tell from what the needle is
called, but some of it obviously I had to Google to find out what it was for,

but yes I was, I just wanted her protected I guess, and so I didn’t question it.

The parents interviewed all freely offered the information that they supported
immunisations, although in doing so recognised the potentially contentious nature of
the topic. Andy stated: “I certainly have no objections you know, I know there is a
debate about immunisations but my personal opinion is that it is rubbish. So that’s
not in the picture.” Other parents described themselves as “pro-immunisation... a
strong believer” (Lara, parent). Freya (parent) discussed the decision to immunise
her children as a “no-brainer,” and Shelley (parent) that: “/ just think it’s really
important, and it upsets me sometimes that people don’t see it as important and they
don’t immunise their children.” The main reason for parents choosing to consent to
immunisation was to protect the individual health of their child, who in some cases
they believed were more at risk of contracting disease than their peers, due to their

disability. As Stephanie (parent) explained:

1 think [my son] certainly needs to have all the vaccinations available really
because he’s not too great with his personal hygiene. He seems to touch
everything and lick his hands and also you know, he currently goes to school
where there are quite a number of immunosuppressed children so also it is
very hard to tell when he is ill at any time until it is fairly serious, unless

there are obvious symptoms.

Other reasons for immunisation acceptance was to protect others. This referred to the
local cohort, where “being a lot more thorough and diligent [about immunisations],
everybody would probably be helpful particularly and you know medically fragile
school situations, it doesn’t help for anyone to get the flu or anything” (Stephanie,
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parent), as well as a wider sense of responsibility: “what we do as part of our society

for [our own] health and protection [is for] of all of our society” (Julie, parent).

While the parents in the study acknowledged their child’s feelings about

immunisation, they viewed the decisions about immunisation as their responsibility:

There are some things as a parent that you do make non-negotiable.
Sometimes that is tricky when they are in their adolescence and they have a
mind of their own, but he probably understands more than most what
happens when you get sick and how terrible that can be... I sort of explain to
him and he says, “Oh do I have to” and as I say, “Well have one needle now
or you can contract it and get a thousand needles. What would you prefer?”
And of course he will always say, “I think I might just have the one,” so yes.

(Lara, parent)

Despite the generally positive attitude towards immunisation, there was some
reluctance among parents to discuss thoughts about specific vaccines, unless
specifically questioned. During interviews, parents were vague about what the

adolescent vaccines were, and for which diseases they offered protection.

However, one parent, with probing, differentiated the decision about consenting to
the HPV vaccine based on her knowledge of HPV transmission. This parent,

Stephanie, initially declared that her son was fully vaccinated, stating: “We would
really prefer to have him immunised against everything possible.” However, when

the Researcher questioned Stephanie further, she corrected herself:

The HPV is the only one that he hasn’t had... We didn’t give him that simply
because it is quite difficult to give him vaccinations and we thought with a
severe intellectual disability there really wasn’t anything particularly
riskful ... There would have to be an abusive situation, but it is pretty

unlikely.

Other parents consented to HPV simply because: “it’s another thing ticked off,”
although they expressed that they would “hope that my daughter is never a sexually
active person” (Julie, parent). However, Julie felt that many parents of young people
with disability would be reluctant to consent to HPV due to their belief that their

child would be unlikely to be sexually active due to their disability:

1 know the figures around abuse and I hope that it never happens, but again
that is probably why I would just say yes, just let’s tick that box anyway, but
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you know a lot of people cope with these by saying... I am putting that out of
my mind, that is never going to happen. They couldn’t bear to think about
the possibility of abuse. It is easier just not to even put it on the radar and so

therefore yes, maybe it is to them a non-event.

School Immunisation Coordinators and Immunisation Nurses also discussed this

view of the HPV vaccine:

Sometimes the parents might not see the, that they need it. They believe
[these young people] are somehow protected because of their disability, that
they won'’t be in contact with these viruses and these other things. (Clare,

immunisation nurse)

However, actual examples of HPV not being given to or consented for young people
with disability due to concerns about this particular vaccine were described as small
in number. Anna (school immunisation coordinator) stated: “/ would have had... two
or three parents of girls who don’t want them to have HPV because they believe that
their children will never be sexually active I guess.” Athena (school immunisation
coordinators) denied any widespread hesitancy about the relevance of the HPV: “We
might have one or two [who are hesitant] but that has been more isolated cases than

a general trend.”

More concerning were personal views about the relevance of HPV for young people

with disability from Immunisation Nurses. Kasey, a nurse from Focus Group 1, said:

1 think, you know, if one of my children was that disabled you would think
why? Why am I putting them through this? Yes I would do flu and Boostrix
[dTPa] but I probably wouldn’t do HPV either.

Other participants in this Focus Group voiced general agreement to this statement. A
similar thought process led Amy (school immunisation coordinators) to explain the

rationale of prioritising dTPa over HPV:

With some of our really complex needs kids I really probably don’t think the
HPYV is as important for those kids... With the tetanus it needs to be done. It
is a good one to have done and we sort of encourage that if you are going to

have one have that one done.

Although less prevalent in interviews, some School Immunisation Coordinators and
Immunisation Nurses commented about parental concerns about a connection

between autism and immunisation. However, this was not specific. Jane (school
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immunisation coordinator) said:

There was all that negative press years ago about, you know, immunisation
causing autism which is a bit of an interesting scenario because we work in
a special school and obviously some of our students do have autism, so [
don’t know whether there’s like that indirect link in people’s minds about

their either.

However, when asked if she had any concerns or questions directly from parents
about immunisations and autism, Jane stated she had none. Other school and health
providers also reported very few, if any, questions or concerns of any type raised by
parents. Caitlin (Focus Group 2, immunisation nurse) said: “So I am the Acting
Clinical Coordinator so no, I never get a phone call from a parent. No I have never
had a phone call.” This was echoed by Yvonne and Mel (immunisation nurses),
Sarah (school immunisation coordinator) and Fiona (immunisation nurse), who
qualified this by saying: “Look it’s a bit hard to know because I suppose we haven'’t

delved really and asked the parents if they 've got concerns.”

There was agreement, however, about the powerful role of the media in
immunisation decision-making. The examples raised in interviews were in regard to
the influenza vaccine, which is offered at some specialist schools through the SBIP,
and the Men ACWY vaccine, which has been available through the SBIP in Victoria

since 2018. Mandy (school immunisation coordinator) discussed this immunisation:

We actually had the most ever consents for [flu] immunisations than weve
ever had, so we immunised more people that day than we 've ever done
before, so it has been quite successful in getting some consents this year and
1 think that is part and parcel with the 60 Minutes program that came on,
because where we the consents petered off and then all of a sudden that
program went on and all of a sudden I had all these people saying, “I’ve lost

my consent form but 1'd like my child to be immunised.”

Amy (school immunisation coordinator) agreed: “Usually you know most people
take [the MenACYW vaccine] up because there have been a lot of things in the media
and all that sort of stuff... I think that is probably the most uptake only because of the

)

media.’

Therefore, there are a number of influences on immunisation decision-making.

Nevertheless, there is very little evidence that parents of young people with disability
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are discussing adolescent immunisation with health professionals, although they
identify these professionals as their trusted support. The role young people with
disability have in decision-making about their immunisations is even less clear. At
times, schools and immunisation providers may concentrate on administering
vaccines at the expense of student autonomy. This is discussed in the next theme

1

“trust takes time.’

8.10 Trust Takes Time

The theme of “trust takes time” encapsulates the role of the student on immunisation
day, the agency they have, and the ethical issues that arise in balancing the
importance of immunisation with the autonomy of the child. This theme focuses on
the interaction between four levels of the SEM — the community level of
immunisation teams, the organisational level of schools, the interpersonal level of
parents and the individual level of students. The success of the SBIP is optimised by
trust between all these groups - immunisation and school staff and parents and school
staff and immunisers. However the central finding in this theme is that enabling
students with disability to have a voice in the process of immunisation requires the
students’ trust, which takes time and resources. Yvonne and Mel (immunisation
nurses) explained how spending time gaining the student’s trust is in the best

interests of the child:

If the child is compliant or amiable and will let us sit and talk with them and
you can gain their trust, then I don’t think it is highly traumatic for them
either because it’s just like a small blip in their day and they can continue on

going to swimming or whatever.

However, not all students with disability can be immunised in the school setting,

even with time and resources, without considerable distress to all involved.
There are four subthemes within this theme:

1. The key role of someone present who the student trusts to reduce anxiety
and promote student agency in the immunisation process: “A familiar
face helps”’;

2. The difficulties of explaining the vaccination process and rationale to

young people with disability: “We can’t prepare them properly”;
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3. The manifestations of anxiety in young people with disability on
immunisation day, which can lead to unpredictable behaviour and
significant safety considerations: “Anything could happen’’; and

4. The ethical dilemma of immunising students with disability without their
assent, and the lack of clarity about issues of holding and restraint:

’

“Crossing the line.’

8.10.1 A familiar face helps

School and immunisation team participants recognised how important it is to have
someone known and trusted by the student with them during immunisations; that “a
familiar face helps” (Focus Group 2, immunisation nurses). This was the most
frequently mentioned factor discussed as helpful for students with disability on
immunisation day. Jane (school immunisation coordinator) talked about the “norm”
being “the classroom teacher will actually go in with them as a support person [to]
Jjust alleviate their fears.” Similarly, Philippa (school immunisation coordinator)
insisted on the student’s aide being present, as they were the ones that have “built up
a little bit of a rapport.” School observations illustrated the supportive role of a
known adult with the young person. This included sharing the student’s individual
likes and dislikes with the immunisation team, engaging in conversation about
activities to distract the student, and providing constant encouraging and supportive
comments to the student throughout the process. This was targeted at the student’s
cognitive level. In School 9, the School Immunisation Coordinator, Karen, illustrated

this with student Macy in Box 2.

Box 2: School Observation from School 9

Karen brings Macy into the immunisation room, keeping up a steady
stream of conversation about her recent birthday. Macy interrupts as she
sits down.

Macy: “Does it sting? ”

Karen: “Did it sting last time?”
Macy: “Yes really bad.”
Karen: “Did it go away?”
Macy nods.

Karen: “So it may sting this time, but you know it goes away.”
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Students also provided support for each other, which was again apparent in school
observations. Martha (immunisation nurse) reflected: “One girl who was a bit
anxious in the group of four and all the other girls were, you know, encouraging her
and talking to her and trying to make her laugh.” Caitlin and Rylee (immunisation

nurses) further discussed this support:

1t is worth commenting, and it wasn’t so obvious as some of the years, but
you do see it that these kids are really supportive of each other ... Incredibly
supportive of each other. Will hug each other. Will cheer each other on and
just, “You're alright Jack, you re alright.” They 're very supportive of one
another, very, very supportive and it doesn’t... it doesn’t actually faze them
if they see somebody not coping. It doesn’t faze them at all. They are like
that, very supportive.

Immunisation Nurses were well aware of the level of student anxiety on
immunisation day, and appreciated it when school staff known to the student were

present. As Fiona (immunisation nurse) explained:

We don’t know the background of these students and we don’t really
understand what triggers their behaviour and their response under stress. So
of course what they are confronting is that they have got a stranger who they
don’t know, and suddenly they start to get panicky. And look, they have got
their teachers there often with them but sometimes they stand back and we
are, you know, trying to sort of talk to the student ourselves. But we often
bring their carer in or somebody who is their support person to make sure
that they are there and they can help us calm them or give them ideas you

know, get ideas that may help them cooperate with us too.

Student agency in the immunisation process was optimised with the assistance of

staff familiar to the child, as well as giving students time and space:

Sometimes... they will say, “No, no, no” and you will say “Ok would like
some time to think about it? ” which we would never do to the mainstream
kids... some of them [go] away, they process, they talk about it with their
teacher and you sort of see them hovering and coming back and you go “Are
you ready now?” and often they will come down quite calmly and do it, but
like that could be half an hour later sometimes, which is they 've got to do it

in their own time. (Jordana, immunisation nurse)

Rose (immunisation nurse) also emphasised the importance of giving students time
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and the importance of also trusting school staff to lead the way in terms of managing

student anxiety:

We work with [school staff] to try and make sure that the students are in an
area that they are most comfortable with, particularly with the senior
students, and we take our time. We never rush them. If they need half an

hour to talk someone down then half an hour it is.

Knowledge of individual students also meant that school staff often took the lead in

determining student assent, and when to keep trying to immunise and when to stop:

1 suppose because we also know our kids you just know when it is too much,
and it might probably to an outsider seem like, “Well they could have just
been a bit more insistent” but it’s like we know their no. You just know when
it’s like nope. You can’t do this. This is going to be too distressing... Don’t.

Don’t push him. (Sarah, school immunisation coordinator)

Immunisation teams and School Immunisation Coordinators spoke of occasions
when parents would elect, or were asked to come to the school for their child’s
immunisation. Opinions on parent presence varied. Amy (school immunisation
coordinator) said, “...if the parent is there it’s far more successful.” Similarly, the
Immunisation Nurses in Focus Group 1 discussed how “...it would be nice for some
children to have their parent there,” but they weren’t sure if the schools were open
to this. However, Rose (immunisation nurse) was unsure about whether parental

presence was always helpful:

Is it useful? If the child is happy to have their vaccine done and they want
their mum there that is ok with us, but in the case with [today] where the kid
just got more and more aggressive because dad was going to hold him...
Sometimes they are helpful, sometimes they re not. It’s really dependent on
the situation and the child really, but I don’t think on a whole, I don’t really

think it makes terribly much difference.
Mandy (immunisation nurse) agreed the benefit of parental presence varied:

Frankie’s mum had already organised with me the day before that could
Frankie be done first up as she will sit with him at drop-off... And I said yes
so he was done first up and that took lots of convincing and chocolate bribes
and things from mum to get him to do it, so for him that worked. But I don’t
think, I think that is individual. I don’t think that would work for every
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student. I think some parents wouldn’t probably — I think they might upset

them more than anything.

Beth (immunisation nurse) was greatly concerned by the detrimental effects of too
many people around the students trying to support them during immunisation. She
had noted a calmer environment in the non-mainstream schools when the number of

people in the immunisation room was kept to a minimum:

We have found that over the last two years, that the less nurses we send in
the better. Because there is an issue with people, too many people around
the child. That is my opinion personally and I think we get on a lot better
when there is fewer people around the child. They just get overwhelmed with
having a needle and then about five or six people around them trying to

persuade them to have the needle.
Clare (immunisation nurse) also mentioned the need to balance supportive talk with a
calm environment:

1 tend not to talk too much and just let one person talk if there is two of us

there because they just find it confusing, whereas in a normal school you’d

be both talking at the one time and it doesn’t really matter.
The negative effects of many people attempting to support students at once were
evident in the school observations. At School 1, as described in Box 3, a situation
unfolded when Mary was immunising students and another student, Ben, came in

with two aides.

Box 3: Observation from School 1

Ben calls out “No! Not fair!” as he enters the room. Mary checks the
student details with an aide.

The aide sits Ben on the chair, “Can you hold my hand? Squeeze
hard!”

The second aide holds Ben’s face. This agitates Ben more: “Stop
holding my face, let go!” Ben pulls the aide’s hand away. Ben slides down
in the chair yelling and kicking.

There are several attempts by Mary and the other nurse Lisa to get
close to Ben while the aides hold his arms. Both aides and both nurses are

talking at once, trying to calm Ben down and encourage him.

Ben screams “No! Get off me!” He is distressed and ends up sitting on

the ground.
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Finally, the immunisation is given with Ben sitting on the ground

squirming and yelling. Ben rips his Band-Aids off and runs out of the room.

Mary is flustered and fanning herself as she stands up. She comments
that she “hates doing it like that.”

Therefore, while there was general agreement that a support person known to the
student is helpful, too many people offering support at the one time can overwhelm
the student and add to their anxiety. Anxiety can be compounded by a lack of
understanding of what is happening, but the need to lessen anxiety also emerged as

one of the main reasons why students were frequently unprepared for immunisations.

8.10.2 We can’t prepare them properly

The second subtheme is concerned with the challenges in adequately preparing
students with disability with information about immunisations. There were two broad
reasons expressed for this minimal preparation of students for immunisation day. The
first was the complexity of explaining immunisations in the context of student
difficulties with cognition and understanding. Although Fatima (school
immunisation coordinator) had extensive experience in special education, she

highlighted this as the most problematic aspect of the SBIP:

How do you tell a child who can’t talk, is maybe working at a toddler level,
like how do you tell a baby they re going to have a vaccination? You can'’t.
But these kids are a lot bigger. So it was difficult that we couldn’t prepare

them properly.

Fiona (immunisation nurse) disagreed with this sentiment:

1 think even if they 're non-verbal, if they are able to understand, even if it is
with sign language, but maybe we do have somebody that is able to let the
child know... if they are partially deaf or something and they do need to

have something more visual supplied, maybe that might be helpful as well.

There was general agreement that any preparation needed to be individualised for the
student’s cognitive level and communication method, and that the school was
responsible for any immunisation education given. Certainly, immunisation teams
were reliant on the preparation of students by the school. They met students first
during the immunisation process, and were generally unsure about the information

the students had received about what was happening:

178



Chapter 8 Qualitative Data Findings

1 don’t know whether they tell the kids that that’s what they re having
tomorrow. I don’t know how much they give them warning. I think it is more
like we turn up on the day and they say, “Come on kids it’s time to have your

immunisations today.” (Jordana, immunisation nurse)

A clear example of the difficulties of tailoring information to a range of cognitive
levels was observed at School 10. An older student, Fred, came in for the Men
ACWY vaccine and asked the nurse what the immunisation was for. She replied, “/¢
protects the lining of the brain.” Then realising perhaps that this was difficult for the
student to comprehend, she said, “It stops you getting headaches.” Fred looked even

more confused and said, “But [ don’t get any headaches.”

Parents also trusted that the school assisted with preparing their child. Freya (parent)
said: “I would assume that they would give the kids some sort of basic explanation of
why they were having them done. You would hope so.” This is despite the fact that
parents acknowledged the difficulty in preparing their children with cognitive
difficulties for immunisation. Stephanie said: “We are not really sure that he would
understand if it was explained much further ahead about or might get distressed,
misunderstanding what we are talking about.” Shelley (parent) summarised her
experience of preparing her daughter for immunisations: “I don’t know how much

she really took in. We couldn’t really prepare her.”

The second reason for a lack of information and preparation for students was in order
to minimise student distress. School Immunisation Coordinators reported that
generally only basic information about immunisation was given to students, for fear

of increasing anxiety:

1 find with our kids the less they know on immunisation day the better. So the
first they realise is they come up here and they kind of get a bit “Oh!” So
because most of our students will have some form of anxiety, so the more
time that they have to think about it, the worse it is. (Jane, school

immunisation coordinator)

Anna (school immunisation coordinator) gave an example of the typical information
relayed to students: “I will explain to them that they are going for a health thing. It’s
a needle and that it will hurt for a minute, and then it will be over.” Other
explanations incorporated “permission” from the parent, such as were observed at

School 7: “Mum said, and your doctor said, you have to drink lots of water and you

179



Chapter 8 Qualitative Date Findings

have to have your shots” and “Rosie, you re going to have a little needle for the flu,
mummy said you had to have it. It will be very quick.” During observations, it was
apparent that some schools gave no information to students, but rather focused on
incentives or other encouragements, such as “If you do this then you can have a jelly
snake” (Observation, School 1); or “Come on Sarah, let’s get it done, you 're not
going to let these boys think youre not a brave as them, are you?” (Observation,
School 9). There were a few incidents of school staff threatening withdrawal of
activities, such as horse riding or swimming, if the student refused the vaccine, and a
common warning used was “We’ll have to tell mum” (Observation, School 1). At
School 8, one teacher admonished noisy students, who were waiting for their
immunisations, by inappropriately joking: “You were going to get an injection, now

you’ll get the lethal injection!”

In terms of resources, Amy (school immunisation coordinator) reported there were
social stories about immunisation available at her specialist school, but she was
unsure whether class teachers actually used them. Similarly, Philippa (school
immunisation coordinator) considered it was the class teachers’ responsibility to

determine how and whether to tell students about immunisation:

They know the students. Sometimes it works in your favour to tell them and
other times, oh no, it is a definite no-no. Because the kids just get too hyped
and they get too agitated and everything else and we end up with, you know,

having problems and we don’t want to upset the kids and everything else.

Andy (parent), whose son had extreme behavioural manifestations of anxiety, agreed
that limiting information about approaching immunisations would be best for his
son: “I wouldn’t pre-prepare him much. I would keep it very simple because I really
don’t want a big fury response before we even get there.” The reference to “a big
fury response” illustrates the potential for difficult and dangerous behaviour from
anxious students, and the concern that if anxiety levels were too high among

’

students, “anything could happen.’

8.10.3 Anything could happen
An aspect discussed by immunisation teams, which was unique to their experience in
specialist schools, was the unpredictability of the students. This was particularly in

reference to young people with intellectual disability who were put in this unfamiliar
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situation. Immunisation team participants described the need for increased vigilance
concerning their surroundings in specialist schools, where “anything could happen.
You don’t really know until the needle goes in, what they re capable of doing”
(Maree, immunisation nurse). Maree continued to describe how this affected her own

level of anxiety:

1 suppose I have been in the special schools, I have been uncomfortable in a
couple of situations when it’s a really large, strong-looking child, yes. And
especially if [there] hasn’t been a big, male teacher holding them down, then
yes, I suppose I have felt a bit unsure, a bit uncertain, a bit concerned...
those other couple of kids, they just look too scary to even really try to go
near, particularly that girl. Gosh, you just see anything potentially
happening to us nurses. I think it’s just that defiance or just that lack of

whatever, they 're mentally not functioning as well as others.

The physical size of secondary school students was a frequently mentioned concern
in the Immunisation Nurse interviews. The Immunisation Nurses in Focus Group 1
explained that they were used to immunising very young children with limited
capacity to understand what was happening, but the size, strength and
unpredictability of the secondary students with disability made them particularly
nervous. Beth (immunisation nurse) and Mel (immunisation nurse) also mentioned

student size and strength as safety considerations.

Fiona (immunisation nurse) described the potential risks of immunising in specialist

schools, and the need for a heightened awareness of staff safety:

We have to be very on the ball. We have to try and tune in and be very
careful because if they suddenly do jump up or they decide to push their arm
away then we will be right in the line of fire, so it will either cause a scratch
on their arm if they have suddenly jerked or the needle can potentially go
into us... I will see somebody who I can tell is going to be difficult and it
does go through my mind — is this going to be too dangerous? And the
potential of what could happen. If somebody does kick out, you could get
injured and yes, they would be ready with their fists if they wanted to get
away from you and they were scared. So yes, it’s the unpredictable nature of

it for sure.

There were several references to actual harm being caused by students in specialist

schools. Serena (immunisation nurse) talked of “being quite hurt over the years” and
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Yvonne (immunisation nurse) said she had been “headbutted at a specialist school.”
Rowena (immunisation nurse) shared a particular incidence of violence that was a

near miss in causing harm:

There is one kid I do recall clearly who grabbed the nearest thing after we’d
injected him. I don’t remember what it was but [it was] something like a
stapler and hacked it at us. Now we were just really lucky that we can move.
But he was only Year 7 at that stage, but he was a big strong boy who just
didn’t have the mental capacity [for us] to explain what we were going to

do, and his response was violence.

School Immunisation Co-ordinators were more matter-of-fact about the risk of
injury. Although Philippa (school immunisation coordinators) said she had been
“pinched” and “hit” during immunisations, she qualified this by describing those
incidents as “nothing substantial.” In one case the mismatch of risk assessment
impacted on development of trust between immunisation nurses and the school to the
point where the SBIP was ceased. Fatima was the School Immunisation Co-ordinator
of this school that had recently recommenced participating in the SBIP after five
years. When asked why the program was initially stopped, she explained how a nurse
was hurt and suggested that Immunisation Nurses should be more prepared for

students with disability:
Fatima: One of the nurses got kicked.
Researcher: One of the nurses from the Council got kicked?

Fatima: Yeah. So if you come to a special school, youve got to expect
something different and I don’t think they had even thought about what

might... what might happen.

Parent participants, who had children with a tendency to cause harm when stressed,
had no such expectation that school staff or immunisation teams should put
themselves at risk to immunise their child. Andy stated: “I don’t expect the local
Council to be able to cope with, you know, someone who swings an arm out and
smacks them in the head when they re trying to put a needle in someone.” In a
similar discussion about immunising her son at her GP, after attempts to immunise
through the SBIP were abandoned due to safety concerns, Stephanie (parent)

explained:
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The staff at the doctors are really not, when you are dealing with
complicated kids, they are really not capable of doing it. They don’t know
how quickly he moves and what kind of way he tends to move and so on, so

they end up getting kicked or hit or something.

As happened with Stephanie’s son, efforts to mitigate risk of harm to staff in the
SBIP primarily involved deciding not to immunise at school. Alana (immunisation
nurse) explained that if “the nurses are going to be at risk doing the immunisations,
we withdraw and just don’t do it.” Similarly, Fiona (immunisation nurse) stated:
“[When] we do sense that the person is definitely not going to cooperate, then we
decide not to do it.”” The choice not to proceed due to safety concerns was described
as a joint decision between the school and the immunisation team. Rose
(immunisation nurse) explained: “If the child is really throwing themselves around,
we won't progress. We won'’t proceed. It is not something that sits well with us, and

then usually we are guided by the school.”

Another safety consideration involved the set-up of the room. Most participants
agreed that if a student was upset and attempted to leave the immunisation room, the
safest option was to let them go, and participants spoke of having an easy exit route
for students to avoid confrontation. Amelia (immunisation nurse, Focus Group 1)

explained:

When you sort of talk about safety, I like staff rooms, there was always an
exit as well, so if things were going, or they just needed some time out. Like
you know, if you want to get out just for a little calm the child down so then
they can walk out of the room. So it’s always good to have I reckon exit

points.

This was also evident during school observations where typically the immunisation
team set up the room with the chair where the students sat facing a door with the
immunisation equipment behind. The nurses explained how this was a deliberate
practice to ensure they were never between the child and an escape route. However,
at odds with this practice was Alana’s (immunisation nurse) description of the
immunisation space in the specialist school in her region, which had “a high lock, a
high door handle... so the child can’t leave the area.” She described this as students
being “appropriately carolled” for their own safety, and explained that the set up

was established after a student scaled a tree when faced with immunisation. This
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restriction on student’s freedom in order to safely complete immunisations is

)

discussed in the next subtheme “crossing the line.’

8.10.4 Crossing the line

The challenges facing immunisation teams and specialist schools in immunising
young people with disability, combined with the awareness that for many students
school is the only place immunisation occurs, resulted in significant pressure to “do
what we have to do.”. This tension was described by Mary (immunisation manager):

“It’s almost sometimes you feel like you re crossing that line.”

The weight placed on consent or assent from the student for the immunisation was

varied. Anna (school immunisation coordinator) said:

My practice is I don’t do it against their wish. If they are not looking like
they are physically consenting to it, like some kids come in scared obviously,
but you can coax them through with normal level of support I guess. [
wouldn’t come at a child that was saying “No!” and crying and I wouldn’t

let them immunise them.

Similarly, Alana (immunisation nurse) explained: “We have to respect their wishes.

If they really don’t want it, sorry that’s it, we don’t do it.”
The value of student assent in some schools is illustrated in the observation in Box 4.

Box 4: Observation from School 1

Anna comes in crying and pulling back at the door. Lisa (nurse) asks,
“Do you want me to get mum?” Mum is in the car outside in case she is
needed. Lisa guides Anna to the chair but Anna refuses, has her back
against the wall. She says, “It’s going to hurt.”

Mum comes in, a small woman with a big smile. Anna runs to her for
a hug saying, “I don’t want it, it’s going to hurt!” Mum tells her that her
brother is also having a needle today and that he is going to be brave. She
sits Anna on her knee, but Anna jumps up. Mum says, “Anna you have to
have it done, do you want to sit on my knee?”’ Anna refuses, she is sobbing

and incoherent.

Lisa: “Anna we need you to sit down, we can’t chase you around the

room.”’

Mum: “Mum just wants to give you a cuddle, calm down, take a few
breaths.”

Anna breathes in and out to mum’s guidance and sits on her knee. “It’s
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going to be sharp.”
Lisa: “it will be so quick”
Anna stands up then sits down: “Is it only one arm?”

Lisa: “One in each at the same time.’

Anna breathes slowly then faster and starts moaning. Lisa rolls her
sleeve up and Anna starts sobbing. “It’s going to hurt. I want to go home”
Lisa: “You are going home after this.”
Anna: “OK.”
Lisa: “Did you say OK?”
Anna: “Yes.”
Lisa: “Good girl.”
Anna: “Is it going to bleed?

Lisa: “Not always, sometimes. Can we get it done?”

Anna: “Yes.”

In Box 5, another observation in the same school illustrates clear student refusal,

which was accepted by the immunisation team.

Box 5: Observation from School 1

Jasmine enters with three aides.
Jasmine: “Do I have to have this done?”

Jasmine sits down and the nurse, Lisa, offers a snake. Jasmine shakes

her head.
An aide holds Jasmine’s hands: “It doesn’t hurt.”
Jasmine: “It will hurt!!”

The aide takes a breath: “Only for three seconds then a snake.’

Jasmine: “I don’t like snakes!!” Jasmine pulls her arm away and sits
forward crouching in her chair. “No,” she says, shaking her head.

All the staff wait, one aide squats beside her, the other two stand with
their arms folded. Jasmine: “No! Forget it!”

Lisa is standing back: “What were you doing this morning Jasmine, [

heard you were baking Anzac biscuits?”
Jasmine nods and then with some prompting talks a little about baking.

Lisa chats with Jasmine for a few minutes then says, “Ok we need to
make a decision Jasmine, we either need to do the needle or it’s someone

else’s turn.”
Jasmine shakes her head vigorously “No! It’s not happening.”

Lisa says “OK” and allows Jasmine to leave.
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In contrast, Philippa (school immunisation coordinator) was clear that it was parent
consent, not student assent, that mattered, and if a parent had given consent, then it
was quite appropriate to give an immunisation to a student with a disability who was
protesting. She said: “And most of the parents who will then say ... well ok, we will
do what we need to do. I want them to have the injection. You and I will do what we
need to do. That'’s fine with me.” This was also illustrated in an observation at
School 5, where parent consent, not student assent, was the focus. Nurse immunisers
and school staff decided “a sneak up approach’ in the classroom would be best for

Gareth, a student who refused immunisation clearly in the immunisation room.

“Doing what we need to do” in many school immunisation sessions also included
some level of restraint of the student. This varied between schools. Some had a strict
“hands-off” policy (Trish, school immunisation coordinator) that was enforced in all
situations, including immunisations. Sarah (school immunisation coordinator)

explained:

No we don’t hold any of our children. Our policy is no. So you can guide
kids, so you know, just like with gentle touch to say ok, you need to sit down
here. So you might gesture first and then you might place a hand on their
back so that they know that they have got to actually sit on this chair, and

those sorts of things. But yes we wouldn’t ever like restrain a child.

In contrast, at School 6, immunisation nurses commonly asked aides accompanying
the student to sit them on their knee to keep the young person still. Although there
was hesitation from some, all the aides did as requested. Halfway through the
immunisations, the Immunisation Nurse, Jan, turned to the Researcher and mused: ““/
wonder what their restrictions are? Are they allowed to sit kids on their knee?”

However, at no point was this clarified with the school staff.

At School 35, sitting students on a school staff member’s knee to “cuddle” them
during immunisation was also common practice. In this case, it was the school
immunisation coordinator who remarked to the Researcher: “You have to be careful
when sitting students on your lap, as it’s not politically correct... but how do you do

it otherwise?”

Fiona (immunisation nurse) described a variety of other restraining techniques used

in schools where she immunised:
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The level of holding? It’s just the sometimes we might stand up and lean in
to them so that they are a little bit less likely to have the room to move. So
we put one arm behind that person’s back as they are standing and so that’s
one arm out of the way, and then the other hand is around the lower part of
where the elbow is securing that area there. And somebody hopefully is

holding their hand as well.
Fiona continued to describe a clear line that should not be crossed:

We have to be very careful that we don’t overstep the line, that we are not
attacking or restraining beyond what would be seen as a reasonable firm
hold, because then it goes on to being a pull or more of a forceful technique.
So I think youve just got to get that fine line, that you don’t overstep that

line.

Restraint, in the guise of “procedural holding,” was justified by Immunisation
Nurses Yvonne and Mel with reference to the potential cognitive age of the students:
“We use procedural holding on one-year olds, eighteen-month olds. They have no

choice because they don’t understand. It’s almost the same thing.”

Rita, an Immunisation Nurse in Focus Group 1, reflected that restraining young
people for immunisation was happening less, and that it had “changed over the
twenty years... because we would chase them around. We were told you have to...
But now we don’t.” However, another nurse in Focus Group 1, Lee, negated this

somewhat when she interjected:

And it’s not as many luckily, and that does feel more traumatic, and they will
get quite a monkey grip on them if they think they are going to... We have
had them lying on the ground ...but luckily it’s not as often because it is

distressing for us and it is distressing for the child.

Although not common, observation of school sessions revealed several incidents of a
student being held on the ground. Generally, this was a result of the student
struggling and ending up on the ground, where they would then be immunised. This

was observed in the case of Luke at School 5, as described in Box 6.
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Box 6: Observation from School 5

Luke comes in and stands at the doorway. He doesn’t speak or make eye

contact with anyone and looks at the floor. He has headphones over his ears.

As the nurses come towards him, he starts crying then yelling and starts

backing towards the door. Belinda closes it. “Come on Luke, sit down.”

Luke starts thrashing, his back is against the wall and three nurses and
Belinda, the School Immunisation Coordinator, surround him. Nurse Di starts
taking his jumper off: “I have to take his headphones off I think.” Luke’s
headphones are taken off and he screams louder, a high pitched scream that
echoes in the room. The nurses are trying to reassure him, talking over one
another: “It’s ok”; “Cuddle me”; “Sit down.”

Two of the nurses hold Luke’s arms and he drops to the floor and ends
up on his back kicking and screaming. He is held steady as the immunisation is
done on the floor.

After Luke is escorted out, one of the nurses comments: “In the end, we

could give it because he was nice and still. He succumbed.”

However, the most distressing incident was the immunisation of Flynn, a 13-year-old
boy with severe intellectual disability, which was achieved through the use of
planned restraint between school staff, immunisation nurses and Flynn’s parents.

This is described in Box 7.

Box 7: Observation from School 7

Flynn is a tall boy who is non-verbal. He comes in with both parents and
a male aide, and towers above his mother who is a slight woman. He comes
halfway into the room and sees the nurses and refuses to come towards the
immunisation area. The two nurses then move towards him. He yells and thrashes
and kicks out. His parents, the aide and Rhonda, the School Immunisation
Coordinator, surround him and are trying to calm him. “Do we need to take him
down?” asks Rhonda. There is general agreement. “Ok let’s take his legs. Flynn

’

we are just going to lie you on the floor.’

Flynn’s legs are lifted and yelling, kicking and hitting out he is laid on the
floor amongst the desks with his arms and legs held down. Flynn’s mother is lying
on top of his body and Flynn jerks his head up and bites mum’s shoulder, “Ow”
she yells, “It’s ok. Just do it.”

The immunisations are given, one at a time with Flynn on the ground. Mum
is crying, “I'm sorry Flynn, it has to happen, it’s important.”

When the immunisations are done, Flynn is helped to his feet and mum

’

gives him a cuddle “I’'m so sorry Flynn.’
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Mandy (school immunisation coordinator) explained the thought process that enables
those involved to fit this type of practice into allowable restraint according to the

DET policy?*:

[DET] write a blanket policy in terms of schooling and saying well, in
school and for education you don’t restrain a student and I agree with that,
but I don’t think they take into account immunisation as being part of that
...l actually think that there is always exceptions and I think that that is one
of them, and I think, you know, there is certainly restraining having to go on
when we have a student abscond and race out onto the road. We are not
going to say, “Oh we have a no restraint policy so go for your life.” So I
think that health, which would be if they abscond and they put themselves at
risk, would be an exception. And I would think that immunisation, I don’t
know whether they would see it as an exception, but I think it should be. Our
students are very vulnerable in terms of flu, especially kids with cerebral
palsy and chronic lung conditions. I think if they make it a no restraint
policy for immunisation, and if they saw what we do and say that that is
restraint, my inkling would be to say to [the principal], “Let’s abandon the

project then because there will be no point.”

Description of who was, or would be, responsible for restraining a student also
varied. Mary (immunisation manager) suggested she was “more comfortable with a
teacher involved.” Maree (immunisation nurse) agreed if a student needed to be held,
it would be by a school staff member: “Look, to be honest, I really would prefer not
to have to restrain them, but it’s never actually come to that because there’s always

a teacher that would do it.”

Schools Immunisation Coordinators and Immunisation Nurses were generally more
comfortable with holding a student if the parents were present, and certainly if
parents were providing the restraint, to the point where at times, parental permission

to restrain a student appeared to absolve staff of responsibility:

1 feel that if they need more restraint than that, we would never ever sit on
anybody or provide extreme pressure, only because they are not with their
parent and we will do and hold as the parent guides us when the parent is
present there. Because if they really want us to get it done, then they may get
further staff in to maybe secure that person, but with the parent’s

permission. (Fiona, immunisation nurse)
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Interestingly, Stephanie and Andy, the two parents who had children difficult to
immunise because of their behaviour, expected and accepted restraint would be used.
Stephanie assisted with restraint when she took her son to the GP for immunisations.
She explained: “We sit with him and hold an arm each and sometimes someone has

to sit on his legs as well.”

Andy (parent) did not advocate restraining his son for immunisations, but because of

the futility of it rather than the any moral issues:

Why bother doing that? It’s not going to get a result. He will thrash and be
traumatised by it, but he will never go near that process again, so it’s just,
it’s really just throwing into the wind really. It’s a waste of time to my mind.
You know what I mean? I'm not horrified by the morals of it. I think if it’s
necessary it’s necessary, you know, you’ve got to do what you ve got to do.

But I just don’t see any positive outcome there, doing that to [him].

It was clear that incidences of resistance and consequently possible restraint were
common, and that individual nurses used their own judgement as to what was
acceptable in regard to the management of students who resist. This was decided
with consideration of the difficulty of immunising anxious young people with

disability.

8.11 Identifying Barriers and Facilitators

Barriers and facilitators to immunisation in specialist schools can be identified within

the themes and subthemes described, and are illustrated in Figure 8-1.
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Figure 8-1 shows subtheme barriers in red and subtheme facilitators in green, linking
to each theme and the relevant interactions this encompasses on the SEM model.
Importantly, some of the themes have both barriers and facilitators within their
subthemes, and are therefore represented by triangles on both the left and right sides.
As this illustration shows, according to the data there are more barriers than
facilitators with respect to the SBIP in specialist schools, with barriers identified at
every level of the SEM. In contrast, facilitators are largely concentrated at the
Community (immunisation team) and Institutional (school) levels of the SEM.
Although there are some facilitators evident at the Interpersonal (parent) and
Individual (student) levels, the interventions that promote school immunisation in
this population are driven by immunisation teams and schools, and their knowledge
and expertise should therefore be central to further interventions and policy
recommendations. The next chapter will summarise these findings with respect to
Phase One data and the literature, in order to develop recommendations moving
forward for the SBIP in specialist schools, with the aim of minimising these barriers

and maximising the facilitators.
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9 DISCUSSION, RECOMMENDATIONS
AND CONCLUSION

9.1 Introduction

This chapter discusses the overall findings of the research, and synthesises the
evidence to draw conclusions and propose recommendations to improve the uptake
and experience of immunisation through the SBIP for young people with disability.
The research questions and choice of methodology and framework are reviewed, as
is the literature on the topic published during the course of the thesis. This
establishes the ongoing importance and significant of the research. Phase One and
Phase Two data are integrated, with inferences drawn from the combination of the
phases presented in a joint display table. These inferences are discussed with respect
to the literature to propose realistic recommendations that can be implemented in
policy and practice. The chapter concludes by discussing the strengths and

limitations of the thesis, and presenting suggestions for further research.

9.2 Research Questions Revisited

The aim of this thesis was to explore and describe acceptance and delivery of
immunisation in specialist schools for young people with disability in Victoria,
Australia. The questions that the thesis sought to answer were prompted by the
paucity of research and the importance of the enquiry. These questions, which were
outlined in the literature review in Chapter 3 and further detailed in the methods

sections for Phase One, in Chapter 4, and Phase Two, in Chapter 7, were:
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What is the uptake of school-based, government-funded vaccinations in
young people with disabilities attending specialist schools in Victoria,
Australia, as compared to the general Victorian population, and what are the

reasons for non-vaccination in this group?

What are the socio-ecological determinants that prevent or enable
immunisation for young people with disability in specialist schools in

Australia?

Central to both health care in disability, and analysis of any immunisation program in
minority populations, is the concept of health equity. This, in part, directed the

research design.

9.3 Health Equity and Mixed Methods

As outlined in Chapter 2, equity is intrinsically linked with human rights
frameworks. Equity is a notion of social justice and fairness, where to achieve
equality among individuals or groups, there may need to be a different, or
individualised, distribution of resources. Whitehead and Dahlgren (2007) explained
the concept of health equity as a situation in which “everyone [can] attain their full
health potential and... no one [is] disadvantaged from achieving this potential

because of their social position or other socially determined circumstance.”*

Thus, health equity is dependent on individual and cultural values and norms.?*! In
the context of immunisation, while accurate objective coverage data are vital in
informing health policies to achieve equity, this is not enough to fully understand
issues with immunisation in sub-populations. As health equity is measured and
valued subjectively, any research about immunisation in people with disability
requires qualitative data in order to contextualise the social structures and
determinants that maintain inequity. This is essential in order to explain the

quantitative information.

Despite this, as discussed in Chapter 3, all research on immunisation in children and
young people with disability prior to this thesis was exclusively quantitative, with the
predominant focus on immunisation coverage rates. Interestingly, published studies

since the thesis literature review, outlined in Table 9-1, have continued this trend.
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9.4 Recent Literature

Of the eight studies on immunisation in children and young people with disability
published since February 2017 (the end date of publications cited in the literature
review in Chapter 3), seven are retrospective audits or cross-sectional studies that
have examined uptake of one or more vaccines in a population of people with a
disability (see Table 9-1). The exception to this is the study arising from Phase One
of this thesis, which is a prospective cohort study (see Chapter 4), although it is still a

quantitative enquiry measuring immunisation uptake.

Some of these recent studies utilise data sets in order to calculate immunisation rates.
While the increasing availability of data sets is invaluable in research, they should
not be the only source utilised when considering complex health equity issues. While
accurate ongoing coverage data are essential, this is not enough. As argued in
Chapter 5, qualitative and mixed methods are needed in order to contextualise the
coverage rates, and this is especially important in understanding the barriers and

facilitators of an immunisation program when coverage rates in a population are low.

The recent studies published since February 2017 support the literature reviewed in
Chapter 3 of this thesis, which concludes that coverage of childhood and adolescent
immunisations across a range of vaccines in high-income countries is likely to be
lower in children and young people with disability than coverage in typically
developing children. These studies, like those previously found, need to be
appreciated in terms of the disability definition used. For example, Chandrupatla,
Khlid and Tavares (2019) found no significant difference in HPV vaccine coverage
of young people with SHCN,?*? and McRee, Maslow and Reiter (2017) also found
similar rates of adolescent vaccinations between youth with SHCN and those
without.?** However, the applicability of these two North American studies is limited
by the very broad definition of SHCN, as discussed in Chapter 3. The third recent
North American study, and the four studies from Australia and the UK, all used
narrower and more specific disability definitions and did find that immunisation

coverage was lower in the group with disability than the general population.?44-248

This topic remains under-researched. In particular, there is an absence of literature on
immunisation in people with disability in LMICs, and apart from studies with the

writer of this thesis as primary author, there is a paucity of Australian literature. The
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Phase One Study in this thesis remains the only source of data on adolescent
immunisation coverage in specialist schools in Australia, and the Phase Two Study
remains the only qualitative study on immunisation in young people with disability

internationally.
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9.5 Justification of the Framework

Mixed methods design allows appreciation of both the need for numerical data, as
well as subjective perspectives and experiences. Through the integration of the
phases in mixed methods, complexity is embraced rather than negated, and this is
vital in the assessment of a public health program with many layers of influence. The
importance of acknowledging and allowing for complexity is further highlighted in
this thesis by the use of the SEM as a framework, which ensures many voices are

represented.

The need for in-depth qualitative data and the value of using an ecological model in
immunisation research has recently been recognised by Dubé¢ et al. (2011), who
adopted the SEM as a framework to explore HPV acceptance in Canada.>** The
focus in this study was mainstream schools, and the age of the HPV program
implementation in Canada is Grade 4 students, so significantly younger than in
Australia. Despite this, there were several similarities in the findings of this study
and the data from Phase Two in this thesis. For example, Dubé et al. (2011) reported
issues with parental consent, issues with the lack of resources to follow-up and catch-
up students, and the importance of a trusting relationship between the school and
immunisation providers. However, when comparing this study to the qualitative
phase of this thesis, what is most confirming is that the use of the SEM in both
studies allowed for in-depth exploration of the experiences and perception of
stakeholders at interpersonal, organisational, community and policy levels, which
was therefore inclusive of all those with a role within the SBIP. Therefore, the
findings of both studies incorporate rich description of the barriers and facilitators of
immunisation particular to context, and clear identification of the impact of the SDH

on acceptance and delivery of vaccines.

While Dubé et al. (2011)* also used the SEM as a framework to structure the
thematic analysis, in this thesis there was a deliberate emphasis to iteratively analyse
themes in Phase Two independent to the SEM, and then to outline how the themes fit
across layers within the model. This was done to portray the true complexity of a
multi-level, intersectoral public health program, in which barriers and facilitators
were experienced across stakeholder groups, and to enable future discussion of
targeted interventions to be clearly defined and justified as the responsibility of all

stakeholders across SEM levels. What also differentiates the methodology in this
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thesis is the mixed methods design, which allows for another level of data analysis

through integration of the quantitative and qualitative data.

9.6 Integration of Phase One and Phase Two Findings

When the quantitative and qualitative findings in mixed methods studies are
combined to draw conclusions, the aim is that the integrated inferences are more than
the findings from each phase. Table 9-3 illustrates this by considering the qualitative
findings alongside the quantitative results in a joint display table,??%2%° to describe

three overall inferences. These inferences act to:

1. Explain the primary Phase One quantitative outcome of lower
immunisation uptake rates in specialist schools as compared to

mainstream schools

2. Relate to stakeholders and systems across all levels of the SEM, as

described in the thesis

3. Provide the basis for recommendations to optimise the acceptance and
delivery of the SBIP for young people with disability in specialist

schools going forward
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The three inferences represent the key aspects arising from the integration of Phase
One and Phase Two, and involve multiple levels of the SEM framework. These
statements, which are discussed further below, are the essence of the outcomes of
this thesis and should provide the basis for interventions, further research and policy

decisions on this topic.

9.7 Integrated Inference One: Young People with Disability
are Currently Invisible in Immunisation Data Reports and

Policy Considerations

9.7.1 Invisibility

Health equity begins with accurate information about the health intervention in the
target population,''® and in this case, immunisation coverage data for young people
with disability is fundamental. Phase One of this research provides the first data on
coverage of immunisations through the SBIP in specialist schools in Australia. It was
a necessary phase of the research because immunisation coverage in ungraded
specialist schools is not centrally recorded in aggregate reports. Despite the fact the
adolescent immunisations are officially recommended and funded according to age,
uptake is measured using year level enrolment. The use of year levels to structure the
SBIP extends to the information and consent forms. Year levels are also used in the
media and in general conversation. Thus, the HPV and dTPa vaccines are referred to
as the “Year 7 Immunisations,” Men ACWY is the “Year 10 Immunisation,” and
centrally-distributed parental consent forms for these immunisations have the
allocated year level printed on the top of the form. This acts to reinforce the
exclusion of students who do not fit into year levels, and the message of the lesser
importance of the SBIP in young people with disability, and indeed the lesser
importance of people with disability themselves. This exclusion of people with

disability is echoed throughout disability literature.?>1-254

The invisibility of immunisation data in specialist schools, which was the impetus for
Phase One and a theme in Phase Two, has carried over to become the first of the
three inferences from the mixed methods integration, due to the far-reaching
consequences of this lack of data. The low coverage of adolescent immunisation

uptake in specialist schools in Victoria in Phase One is concerning in its own right,
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and highlights the complex interplay between the SDH and preventive health of
people with disability. The fact that adolescent immunisation coverage in this

population was unknown has even more significant implications.

The impact of the invisibility of this group in immunisation policy considerations
was evidenced through all SEM stakeholder groups, and therefore, it can be
understood to underpin the issues raised throughout this thesis. Policy participants in
Phase Two, who were individuals in state government, had “no idea” (Mallory) of
the coverage, nor any means to find out. The consequences of the absence of data
extended also to stakeholders in immunisation teams, who not only confirmed an
invisibility of specialist schools in system level considerations, but by proxy, an
invisibility and lack of appreciation for the work and the extra effort required to
immunise young people with disability. Specialist staff in schools, who have day-to-
day experience of supporting young people with disability, spoke of the invisibility
of this population of students. The related sentiment from parents is about ‘not fitting
into the box,’ or as Andy explained, it is about being more than different — it is about

being altogether “the kind of sausage you can’t sell at a shop.”

Therefore, the issue of invisibility can be understood to be broader than the issue of
the SBIP in specialist schools, or health programs in general. Essentially, the lack of
data and ensuing invisibility reflect inequity in social inclusion and acceptance of
people with disability. Understanding the historical context of inequities in the lives
of people with a disability, as outlined in Chapter 2, is crucial in appreciating the

significance of the need for the Phase One Study.

9.7.2 The importance of reliable ongoing disaggregate coverage data
The coverage data presented in Phase One of this thesis established the scope of
under-immunisation and provided an evidence foundation for further in-depth
research in Phase Two. However, going forward, it is not enough to rely on the work
in this thesis in establishing that students in specialist schools are at risk of under-
immunisation. Without reliable ongoing disaggregate immunisation coverage data of
young people in specialist schools, and young people with disability more broadly,
there is no method of evaluating ongoing issues, or the impact of any interventions.
As Georgie from the policy participants emphasised, reinforced by the related

subtheme in Phase Two, “data is just so powerful.” This is echoed in the literature
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on immunisation inequities in other sub-populations. In the context of immunisation
inequities in LMICs, Brearley (2013) observed, “what gets measured, gets done, ”’'°
and in literature on Aboriginal and Torres Strait Islander immunisation: “what isn’t

measured, isn’t done. >3

The significance in ensuring accurate and adequate data in disability health
surveillance extends beyond immunisation to other preventive health care, and
identifying other health disparities.?>® Internationally, health surveillance in people
with intellectual and developmental disabilities is recognised as challenging.?>” This
includes, as discovered in this thesis, the difficulties with the terminology defining
disability, which determines who is included and excluded from data.?>”->°8 Krahn,
Walker and Correa-De-Araujo (2015) call for standard disability identifiers across
surveys in order to routinely collect and compare disaggregate health outcomes for
those with disability, in order to inform health policy.?° Ideally, these should be

internationally recognised identifiers.

One way that has been utilised to record and examine prevalence of disease, health
and wellbeing, and health inequity issues in disability in Australia, is the use of
databases specific to disability diagnoses. Examples of these are the national

Cerebral Palsy Registry?®°

and the Western Australian Intellectual Disability
Exploring Answers (IDEA)?®! database. However, while providing important
information on a range of factors, there remains the issue of those not included,
whether due to a rare or undiagnosed condition, or social or demographic factors that

act as barriers to individuals’ inclusion in these databases.

In the same way that the issue of invisibility in the data is not unique to
immunisation policy, it is also not unique to those with disability. For example, the
convention of organising the SBIP according to year levels is not inclusive of
ungraded schools. Although ungraded schools are primarily for students with
intellectual and physical disabilities, there are other types of ungraded schools in
Australia, including English Language Schools and schools for youth at-risk of
disengaging from the schooling system due to social stressors, mental health or
behavioural challenges. Consequently, immunisation uptake in these schools is also
unmeasured and undocumented. More broadly, the impact of lack of health
indicators has been reported in other minority groups at risk of health inequities, such

262,263

as Indigenous Australians, ethnically diverse?** and sexually diverse
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populations.?6-2® Therefore, this inference extends beyond the subject of this thesis to
the broader issue of health in minority populations, and the way in which lack of data

may compound existing inequities.5

9.8 Integrated Inference Two: There are Barriers to the SBIP
that are Specific to the Specialist School Setting and which
need Targeted Support

9.8.1 Policy and structural level: Funding and resources

The findings from both Phase One and Phase Two reveal many differences in
immunising in specialist schools as compared to mainstream schools. Barriers arise
due to the absence of systemic acknowledgement of these differences, and the
ensuing lack of flexibility to provide more or alternative supports to enable the
impact of differences to be minimised. The main support that immunisation
providers, and to some extent schools, were searching for included funding and
resources, which is a direct result of the specifics of the specialist school

environment.

The need for extra funding and resources for specialist schools reflects a system that
is structured around the logistics of a service for young people with typical receptive
understanding, who can verbally communicate and to some degree rationalise any
anxiety about immunisation. Funding is not flexible to allow for students who
require more time to communicate or build trust with, such as students with
disability. Resources in terms of staffing do not allow for multiple catch-up visits to
specialist schools, which would be optimal given the high student absentee rate. This
results in frustration, and inability for immunisation staff to follow-up and catch-up
students with disability thoroughly, or indeed, provide a comprehensive childhood
catch-up immunisation service within the SBIP, such as Beth (immunisation nurse)
attempted. Such projects, while beyond the scope of the SBIP, clearly fit with the
role local government has been assigned by the WHO in working towards health
equity,?®’
Health and Wellbeing Act 2008.7%

and which is a legislated part of local government’s role through the Public

There are no easy solutions to increasing available funding and resources. In Victoria

in particular, the complex vaccine funding structure would require review to change
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the current payment-per-dose arrangement. The in-depth funding analysis required to
determine other vaccine funding possibilities is beyond the scope of this thesis, but
must be a key consideration henceforth. With the overall high immunisation
coverage in Victoria, there is now scope to focus on optimising support for under-
immunised sub-populations, including young people with disability. This requires

the flexibility in systems to allow targeting funding and resources to be allocated.

In qualitative interviews with local government providers about the ability of local
government in Victoria to impact the SDH, participants spoke of “upstream
determinants of health” compared to “downstream behaviour change programs.’’*%®
While there was a strong message from participants in this study that the way to
drive change was to “push upstream” rather than just provide service delivery, this
was limited by funding, and support for long-term health and wellbeing plans based
on the SDH.?%® This reflects the complexity of public health programs, which require

intersectoral collaboration across levels of government and other domains.

9.8.2 Community and institutional level: Intersectoral collaboration

The unique intersection between health and education sectors and local government
necessary to undertake the SBIP requires a skilled level of intersectoral
collaboration. Intersectoral collaboration is vital in many public and preventive
health programs, particularly when the SDH need to be considered. Engaging
industries outside health in implementing health interventions is recognised by WHO
as a way to achieve health outcomes that are “more effective, efficient or sustainable

than might be achieved by the health sector acting alone.”’””

Health and wellbeing interventions have long been embedded in schools in Australia.
Apart from the SBIP, other health programs that are actioned in schools include
dental services, interventions for mental health issues, and drug and alcohol and
sexuality education.” In a qualitative analysis of school-based intersectoral
collaborations in Australia, Tooher et al. (2017) found the main driver of effective
collaboration was clear communication at organisational and interpersonal levels,
including developing strong personal relationships and identifying “champions.””
Reviews of SBIPs also consistently report the central role that the relationship

between the school and the immunisation providers has on the success of the

immunisation day, and uptake of the adolescent immunisations.”*26%-27% This was also
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reflected in the data from Phase Two interviews, focus groups and observations, with
an emphasis on consistency of both school and immunisation staff. This generates
trust between staff and students, resulting in a smoother session and better

immunisation experience for all.

Therefore, while the idea of ‘champions’ was not mentioned in the data in this thesis,
it is an interesting concept to consider in the context of the importance of
consistency, when turnover of both immunisation and school staff may be
unpredictable. The idea is that ‘school immunisation champions’ in the immunisation
team in the specialist school system foster consistency of routine, policies, logistics
and communication, in order that despite any changes in staff, trust is maintained. As
Tooher et al. explains, in this way “practices become embedded rather than

vulnerable to change.””

Champions could also have a role in communication across SEM levels beyond the
immunisation provider-school collaboration. This would allow community and
institutional level input into higher level policy discussions and decision-making
about the SBIP, where it is currently clear that there is a perception that the program
is deemed “not an important service” (Rose, immunisation nurse). Although policy
participants spoke of many aspects of logistical and practical assistance provided to
local governments to administer the SBIP, this appears to be at odds with the support
that immunisation teams perceive they receive. While immunisation teams were not
clear about the specific support they were searching for, Rose’s comment, “If you 've
got a school that is identified as really low coverage nobody rings you and says is
there something we can do? ” suggested that an acknowledgement of difficulties and
offers of assistance with problem-solving by the Victoria State Government would
be appreciated. However, as Ming (policy) stated, state government “rarely hear”
about any immunisation issues at the local level. This suggests that assumptions
about roles and responsibilities are made by both groups of stakeholders. The
Victoria State Government is unaware of the support local government wants and
needs, in part at least because that conversation is not happening. This tension
reveals a fine line between allowing local governments to run an autonomous

immunisation service and still provide adequate central support.

Part of this tension is the different outcomes that key stakeholders aim for in the

SBIP. This is illustrated throughout this thesis by the variety of definitions of a
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successful immunisation session and the idea that it goes beyond coverage rates. This
includes “reduction of disease” (Georgie, policy); “public confidence in the
program” (Ming, policy); that “everyone is safe, they are safe and we are safe”
(Clare, immunisation nurse); “if all consent cards are back” (Peta and John,
immunisation nurses); how “efficient” the day is (Phuong, LGA Manager); “the
general mood in the school... how we feel about things” (Kate, immunisation nurse);

ensuring that you don’t “close that door” forever (Andy, parent).

The vast array of aims and measures of successful outcomes highlights that perhaps
the intersectoral collaboration between immunisation teams and schools needs to
extend beyond these middle layers of the SEM to encompass state government and
the policy level upstream, as well as parents and young people downstream. An
example of strategies to do this is illustrated through the Health Bridges Study,
which explored intersectoral collaboration between immunisation providers and
schools with regards to the HPV program in South Australia.!!® The use of citizens’
juries for adolescents and parents of young people to discuss the program, and a key
stakeholder roundtable to bring stakeholders from all levels of the SEM together,
were examples of extended intersectoral collaboration.!!*!7* Although this was
undertaken in a research context, the shared understanding of facilitators and
challenges of the SBIP implementation is impressive, and the process is one that
could be trialled in non-mainstream schools. Key to this success was the role of the
researchers as neutral “knowledge-brokers. ”''3 Understanding and respecting the
different priorities in the SBIP are vital for shared success. This is especially the case

in specialist schools where priorities are often not straightforward.

9.8.3 Interpersonal level: Parental priorities and multiple disadvantage

Within Phase Two, both immunisation teams and specialist school staff discussed the
disproportionate prevalence of social and economic disadvantage in families of
children with disability. This was attributed by some participants to
“intergenerational disability”, but the overall profile was one of families under
significant stress, including financial, personal, substance abuse issues and families
where English was a second language. This layered disadvantage intensifies the risk
of health disparities, as discussed by Havercamp and Krahn (2019) in relation to
disability, race and ethnicity.?*” The association between low socioeconomic status

(SES) and low immunisation uptake is well established.®#>21272 With 55 of the 73

214



Chapter 9 Discussion, Recommendations and Conclusion

(75%) specialist schools in Victoria examined in Phase One enrolling students from
families with low or low-middle SES status, any immunisation intervention for this

population must consider the SES context of the families.

Echoing findings in this thesis, a qualitative study of barriers to HPV uptake in the
UK by Batista Ferrera et al. (2016) found that school nurses reported “chaotic family
environments” rather than objection to the vaccine as the primary reason for missed
immunisation.®* Similarly in Hunter New England, NSW, an analysis of low
immunisation coverage of pre-school children found that family factors associated
with missed immunisation were most commonly “parents’ conflicting priorities,
chaotic lives and significant access barriers to primary care.”*’?, As such, barriers
on the interpersonal level were logistical rather than due to specific immunisation
beliefs or vaccine hesitancy.?’® Therefore, the widespread assumption that the
majority of under-vaccination of children is attributable to anti-vaccination beliefs
must be challenged to understand the many other barriers to immunisation that
exist.2’1:27# This is a particularly important message to communicate to health care
providers of families of children with disability, where the default may be to assume
missed vaccination is due to vaccine refusal. This assumption may mask the many
social and logistical barriers that affect immunisation coverage, but are modifiable

with targeted intervention.

While working to reorientate family demands to prioritise their child’s immunisation
may seem optimal, more effective strategies may accept the many competing
demands for families with children with disability. In practice, such strategies would
ensure signing and returning the consent form for SBIP is as easy for parents as
possible. The issue of return of consent forms for school immunisations is not unique
to families with disability,**?7>-27¢ but the evidence for multiple disadvantage in this

group compounds the need to consider the consent process.

Although online or e-consent for school events is widespread, it is not yet available
in Australia for vaccine delivery, although has been trialled in schools in the UK.2"7
This would be valuable for families who already face large amounts of paperwork
and would reduce workload for nurses and school staff. In addition, Kolff, Stock and
Stockwell (2018) discuss the potential of technology to assist in providing
immunisation reminders and notifications.?!! Examples from these authors are

structured across SEM levels, from individual mobile phone text reminders that a
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vaccine is due, to social media reminders, to the use of personal health records and
electronic medical records that can be accessed by multiple providers.?!! Specific to
adolescent vaccinations, mobile phone reminders have been shown to increase HPV
completion rates, and as mobile phone use now commonly extends across
socioeconomic groups, these mobile phone text and voice vaccine reminders have

the potential to cross socioeconomic divides.?!!

A more targeted approach of personalised calendars including immunisation dates,
artwork and a photo of the child was successful in increasing timeliness of
immunisation for preschool children in a population of Aboriginal and Torres Strait
Islander families.*® It is possible that a similar community-driven intervention would
help families with children with disability remember immunisations and consent
forms. To date, there are no published studies reporting trials of vaccine reminder

systems in families with children or young people with disability.

Interviews with stakeholders in Phase Two of this thesis provided evidence of a
variety of flexible and innovative strategies immunisation teams and schools
implement in order to optimise immunisation uptake. This included individualising
how the sessions are run and where the students are immunised, and flexibility about
whether two immunisations are given concurrently or sequentially. In terms of
consent return, strategies specific to certain schools included immunisation nurses
attending parent information nights at schools to consent families face-to-face and
school staff personally delivering signed immunisation cards to the LGA offices. The
knowledge and experience of school nurses in the SBIP in the UK has been
described by Boyce et al. (2019) as “an untapped resources to address health
inequalities... to identify and vaccinate difficult-to-reach [students].”’*’> This
expertise and skill were also evident in immunisation nurses and school staff in
Phase Two of this thesis. Co-design with these stakeholders who intimately know the
students and families should be part of any intervention to improve the SBIP in

specialist schools.

9.8.4 Individual level: Student anxiety
The individuality of each student in the specialist schools associated with their
disability, such as level of receptive and expressive understanding, behavioural

challenges and expression of anxiety, is the central driver of the need for the SBIP to
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be flexible. Within this thesis, both Phase One and Phase Two found that the level of
student anxiety was a significant barrier to immunisation in specialist schools, which
either resulted in missed immunisation or immunisation with significant distress for
the student and the staff. While student anxiety in mainstream schools is
acknowledged, it is not a major reason for missed immunisation. The significance of
this issue for young people with disability was alluded to in an audit of
immunisations performed under sedation at a paediatric tertiary centre in Melbourne,
278

in which 40/139 (31%) of patients who presented had a developmental disability.

279-282 and there are

While anxiety about immunisations is recognised in the literature,
studies pertaining to needle-related distress children with a disability in acute

care, 2837285 there are no studies on managing anxiety in young people with disability
receiving immunisations through the SBIP. Consequently, there are no guidelines or
best practice evidence available for immunisation providers and schools to refer to in
managing this challenge. During school observations in Phase Two, there were
students for whom immunisation was abandoned due to their severe distress, and
occasionally due to their violent reaction to presenting for immunisation. Few
stakeholders interviewed in Phase Two were aware of the option for families to
obtain a referral to a tertiary paediatric hospital for immunisation under sedation
through their GP.?’® This is available in Melbourne for all children and young people
with significant procedural anxiety or needle phobia, allowing immunisation to be
performed with no or minimal distress for the child.?”® In the context of families with
multiple disadvantage and many priorities, it is likely that for this service to be used
to its full potential for young people with disability, like the consent process, it
would need to be easy to access, organise and complete. Arranging this option is not
currently in the remit of the local government immunisation teams, and the referral
pathway is not widely known outside the hospital system. This is certainly a resource
that should be optimised as it could prove to be the only option for some young

people with disability to safely and appropriately receive their immunisations.

The data in this thesis illustrate a range of other strategies implemented in specialist
schools to lessen student anxiety. Certainly, all the schools that were observed in
Phase Two minimised waiting times and reduced the number of students presenting
for immunisation at one time. Most schools gave limited information to students

prior to immunisation, although it was not clear if this was entirely to prevent
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escalation of anxiety, or due to confusion about whose responsibility (parents,
schools, immunisation providers) it was to inform and educate students with
disability about the immunisation. However, beyond those similarities schools
differed in the length of time spent building rapport with the students, the
consistency of immunisation and school staff attending with students, the
consideration as to whether parents should be present during the immunisations, the
verbal reassurances given, and the level of holding or restraint during immunisation.
Uncertainty about these decisions was expressed by a number of immunisation and
school staff, and it was clear that there are a number of unspoken and undocumented
ethical tensions in immunising young people with disability in the school setting.
These ethical issues must be addressed to ensure the rights of the student are

balanced with the benefits of immunisation.

9.9 Integrated Inference Three: Negotiating the Ethical
Tensions in Immunising in Specialist Schools results in

Physical and Emotional Harm, and Moral Distress

9.9.1 Ethics of immunisation

Ethical aspects of immunisation have been discussed in the literature, including the
role of immunisation in reduction of health inequity,%?% factors affecting public trust

287-289

in immunisation, introduction of mandatory immunisations and financial

penalties for failure to immunise,?’?!2% and the factors with informed consent.?’¢
There are very few studies exploring the ethics of immunisation in schools. Specific
ethical tensions in immunising young people with disability, and particularly in the
context of immunisations given at school, have not been recognised in the literature

prior to this thesis.

Braunack-Mayer et al. (2015) undertook a qualitative study of immunisation nurses,
teachers, parents and female students in mainstream schools in South Australia.>*
This study found the three main ethical issues included (1) informed consent,
including the provision (or lack of) adequate information to student and parents and
the student role in making a decision to be immunised; (2) acknowledgement of
anxiety and fear of pain; and (3) concerns students had about lack of privacy during

the immunisation.?*® Interestingly issues of consent and the management of anxiety
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in students mirrored findings in this thesis, however privacy was not raised by any of
the stakeholders with regards to students in specialist schools. Whether this is related
to lesser emphasis on the importance of privacy for students with disability is
unknown. Other differences in the ethical issues raised were subtler. Although
informed consent was discussed by stakeholders in Phase Two of this thesis, it was
in the context of parental consent rather than informed student assent, which reflects
a different emphasis on agency in decision-making for young people with disability.
Anxiety was also discussed in Phase Two, but with an emphasis on anxiety related to
a lack of understanding rather than fear of pain. The combination of anxiety and lack
of assent in specialist schools raised the specific ethical issue of the use of restraint to
immunise in schools. This is an ethical tension in the SBIP unique to the specialist

school setting.

9.9.2 Parental consent and student assent

In paediatric health care, parental consent must be sought for any intervention,
including immunisations. Informed consent involves ethical concepts of individual

291 1t involves full

choice and autonomy and respect, and is enshrined legally.
disclosure to the individual before the intervention, and assessment of the capacity of
the individual to understand the information and make a voluntary decision weighing

up the risks and benefits.?*!

In terms of a young child, the historical assumption is that he or she does not have
the capacity to fully understand the benefits and risks of the interventions in order to
provide consent for him or herself. Therefore, a parent or primary caregiver applies
the ‘best interest” standard in making a decision on behalf of the child.?*! The
exception is when the ‘mature minor’ principle may be applied, where a young

person is deemed able to make a truly informed decision independent of a parent.

However, it is now recognised as optimal in paediatric practice for a health
professional to gain a child or adolescent’s informed assent before any procedure, to
a level that is appropriate to age, maturity and cognitive ability. Wasserman, Navin
and Verclur (2019) argue that there is, in fact, an obligation to solicit a child’s
preferences.?*? While acknowledging that the best interests of the child may
supersede the child preferences, which inevitably cause “moral harm”, the authors

in this commentary suggest that seeking paediatric assent demonstrates respect and
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acknowledges the value of the child’s voice.?®? This includes very young children

and those with cognitive impairment.?*?

Assent does not have to be verbal, but can be determined by soliciting “an
expression of the [young person’s] willingness to accept the proposed care.””*' With
respect to students with disability, the need for an expression of assent was
recognised in the data in Phase Two by some participants such as Anna (school): “/
don’t do it against their wish. If they are not looking like they are physically
consenting to it.” Yet the alternative view, dismissing the importance of assent from
students in special schools, was just as strong, as evidenced by Philippa (school):
“Ok we will do what we need to do. I want them to have the injection. You and I will

do what we need to do.”

Anna puts more emphasis on the student’s right to refuse than beneficence, and
Philippa is prioritising the benefits of immunisation over the autonomy of the
student. The question of which value should hold more weight in the context of a
student with intellectual disability in a specialist school not demonstrating assent to
immunisations offered through the SBIP has not yet been debated in the literature.
This discussion is long overdue, as failure to acknowledge this ethical tension leads
to a wide variety of practice in the use of restraint and how forcefully immunisations

are given in this setting.

9.9.3 Beneficence vs student autonomy: The use of restraint

While there are many examples and commentaries about use and misuse of restraint
of students with disability in the Australian school system,'?” the dialogue is largely
in the context of behaviour management rather than health care. Debate about use of
restraint to give immunisations to students in specialist schools is absent in the
health, education and ethical literature. This thesis provides the first data to evidence
that restraint is being used in Victorian specialist schools for this purpose, that there
are no clear guidelines to inform decision-making in this area, and that it causes

moral distress to those making this decision, as well as potential harm to students.

The use of restraint for school immunisations in young people with a disability is
complex logistically, ethically and legally. There are no adequate policies or
guidelines that cover this issue, and it is somewhat hidden — not documented and not

spoken about. The Royal Commission into Violence, Abuse, Neglect and
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Exploitation of People with a Disability, launched by the Australian Federal
Government in April 2019,'% serves to reinforce the importance and urgency in
ethical discussion, agreed best practice and transparency with regards to any

restrictions on an individual’s autonomy and freedom.

In Victoria, the guideline for the use of restraint and seclusion in schools was
comprehensively revised in 2018, and provides guidance for the use of physical
restraint, defined as “the use of physical force to prevent, restrict or subdue the
movement of a person’s body or part of their body. *° This policy allows for the use
of restraint only where the student’s behaviour poses an imminent threat of physical
harm and danger to self or others and where there is no more conservative option.?’
Specifically, prone and supine restraint on the ground is prohibited and any use of
restraint must be reported to DET. If this is strictly adhered to, students should not be
held at all for immunisations.?*” Yet there is no specific mention of restraint for
health or wellbeing interventions in this policy; it is written primarily as a behaviour
management policy. This has led to a wide variety of interpretations, to the extent
that, as some school participants verbalised in Phase Two, they do not see the

applicability of this policy for immunisations.

More broadly, there are no national guidelines that address the use of restraint in
schools in Australia. There are relevant international conventions, such as the
Convention on the Rights of the Child,**> and the Convention on the Rights of

Persons with Disabilities,?%*%*

which are the two most applicable ones to which
Australia is a signatory. Both these Conventions seek to protect children’s liberty and
security, protect them from physical violence and ensure their equal access to
education and health. The committees for each have stated that restraint in schools
should be a last resort, subject to safeguards and only for protective purposes.?®
However, what is clear from the school observations and interviews is that despite

these Conventions, there is a wide variety of practice in specialist schools with

regards to restraint for immunisations.

This variety of practice included schools where students were not held, even by the
hand, during immunisations. Observations suggested these schools had fewer
students who presented for immunisation who successfully received the vaccine
during the session. In other specialist schools where students were held or restrained,

nurses referred to this as “procedural holding”; as Yvonne suggested, this is done
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with younger children in the health care setting and it’s “almost the same thing.”
However, some significant differences between immunising young children and
adolescents cannot be ignored. Younger children usually have their parents present
and are sat on their parents’ lap to be cuddled as the procedural holding strategy. In
Phase Two, many schools did sit students on a staff member’s lap to be held still for
immunisations, despite this not being appropriate in a specialist education context, or
indeed any context where there is a professional/student relationship. Other ways of
holding or restraining a student that were observed in Phase Two included more
forceful practices, such as where several staff members surrounded the student sitting
in a chair, holding each arm and each shoulder and sometimes also the legs. As in the
case of Flynn, there was also evidence of students with disability being held on the

ground for their immunisation.

Harm resulting from the restraint of any person, but particularly in the context of
persons with disability in institutional settings, is well described in terms of human
rights violations as a form of violence and abuse. This includes associated emotional
and mental distress and fear, and physical injury, including death.?** Restraint during
immunisations of students with disability was justified by Phase Two participants
through implied consent for restraint in the parental consent for immunisation, or the
belief that the importance of immunisation, which may not be done if not at school,
outweighed student autonomy. Immunisation nurses agreed that restraint would not
occur during the SBIP in mainstream schools, and therefore it is a direct consequence
of a different interpretation of individual rights in the context of disability. Another
justification for restraint used by participants was in order to ensure staff and student
safety: “...if [there] hasn’t been a big, male teacher holding them down, then yes, I
suppose I have felt a bit unsure, a bit uncertain, a bit concerned” (Maree,
immunisation nurse). This rationale is echoed in the literature on the use of restraint,
both for people with disability and challenging behaviours, and people in mental

health settings.??%-27

This discrepancy illustrates the lack of state-wide recommendations about best
practice, including safety of staff, when immunising in specialist schools. The
absence of such guidelines also results in a grey area with respect to holding or
restraining a young person with disability to administer immunisations in the school

setting. These guidelines are urgently needed to ensure consistency and transparency
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of practice, safety of all and working towards eliminating any lasting trauma due to

the experience of immunisations for young people with disability.

9.10 Recommendations

Recommendations arising out of the integrated findings of this thesis are as follows:

1.

Guidelines and policies relating to the SBIP are inclusive of ungraded
schools, both in terminology and in clearly outlining how to determine

cohort by age where there is no year level.

Ongoing accurate coverage data for ungraded schools should be
implemented and coverage data for ungraded school should be included

in the aggregate reports of school immunisation data.

State government support to local government immunisation teams
should be strengthened, initially by increasing formal and informal
communication. Ideally, there should be an individual in state
government responsible for the SBIP who could act as a direct contact

for all schools and immunisation providers.

A comprehensive review of the funding model for the SBIP should be
initiated, with reforms implemented to adequately adjust for schools that
need more time/resources to achieve successful immunisation of all
students, and to potentially allow for increased immunisation visits to

non-mainstream schools to improve catch-up and follow-up.

The process for consent for the SBIP should be made as easy as possible
for parents. This urgently requires investment in online consent forms
and working with specialist school communities to consider and trial
reminder systems, face-to-face information sessions or other

interventions as deemed through co-design.

The development of clear guidelines about appropriate use of restraint for
immunisation of young people with disability in special schools, with
input from ethicists, paediatricians, immunisation providers, school staff,

parents and young people.

The development of a pathway for students who are difficult to immunise

at school, which may include assessment of individual circumstance and
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initiation of immunisation by community providers through home visits,
in outpatients or under sedation in hospital. Schools and parents need to

be made aware of these alternate pathways.

9.11 Implementation of Recommendations in Policy and

Practice

This thesis has significant implications for immunisation practice for young people
with disability, but also potentially for other disadvantaged sub-populations. Most
importantly, this thesis illustrates the need for policies to consider whose needs are
being met, and who is invisible. Invisibility of a population, such as those with
disability, in public health policy implies that current policies and practices are not
truly inclusive. This thesis has outlined the need for targeted resources, funding and
support for immunisation policies for young people with disability, as well as the
urgent development of ethically informed guidelines about best practice for
immunisation in specialist schools, including the ethical and legal use of restraint.
The recommendations outlined in this chapter can be reflected in policy and
implemented in practice in a sustainable and impactful way by using the WHO

Tailoring Immunisation Program (TIP) process.

9.11.1 Tailoring support

The concept of individualising immunisation programs to overcome specific barriers
in disadvantaged groups is the basis for the WHO Tailoring Immunisation Program
(TIP). This program was developed by the WHO European Regional Office in 2013,
reviewed in 2017 and revised in 2019.2°8 In those six years, projects in sub-
populations vulnerable to under-immunisation in twelve countries were undertaken
utilising the TIP approach. This has included immunisations in migrant and transient
populations, orthodox Jewish communities and pregnant women.?*® The three pillars
within TIP aim to use a framework to assess the context, identify barriers and
targeted interventions to improve immunisation uptake, which are tailored to the
setting and population. This is a useful strategy in LMICs and has also been applied

to immunisation efforts in sub-populations in high income countries like Australia.?”

There are many parallels between the formative phases within the TIP process and

the research within this thesis. In formal evaluation, the strengths of TIP are noted to
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be inclusion of in-depth qualitative research, and identifying, listening to and
developing relationships with stakeholders central to the sub-populations and
specific environment.?*® These are aspects that are also of key importance in this
thesis. In addition, there is a focus in the TIP, not only on the behavioural factors that
impact immunisation uptake, but also the “contextual, social and societal

298 This mirrors the framework of the

mechanisms which support the behaviour.
SEM in this thesis, with an appreciation that immunisation uptake is affected by
factors beyond the individual. However, interestingly the TIP utilises a broad
behaviour change framework that focuses on Capability, Opportunity and Motivation
for Behaviour to occur (COM-B), rather than an ecological model. This enables
structural and societal supports, which are commonly the outer layers of an
ecological model, to be comprehensively considered in this behavioural model, and
in doing so, emphasises the need for a broad understanding of barriers and
facilitators to immunisation. Therefore, the modification to COM-B in this

established international program to support immunisation in sub-populations

supports the appropriateness of a broad ecological framework to structure this thesis.

The parallels between the work of this thesis and the first phases of the TIP process
allows for guidance in order to translate the findings into interventions which can be
incorporated into policy and practice. The work in this thesis covers Phase One and
Two of the TIP process, as illustrated in Figure 9-1. Therefore, continuing work
arising from this thesis could follow the TIP format from Phase Three — intervention

design.
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Figure 9-1 The TIP Process
Source: WHO Regional Office for Europe, Tailoring Immunizations Programmes,

2019

The process sets out a structure to work through stages of planning of the
intervention/s, including key interventions, budget and ongoing evaluation. Similar
to the recommendations arising out of Integrated Inference 2 of this thesis, the TIP
intervention design phase suggests it should occur by co-design, in conjunction with
the community for which the intervention is aimed. All seven recommendations
outlined in this chapter could be assessed using this structure, by defining the
intervention and determining how policy could support that intervention, and then
prioritising each according to affordability, feasibility, equitability and potential
effectiveness. Utilising the TIP resources in this way would be a natural progression
of this work and has been previously tested in terms of translating research findings

and community consultation into policy and practice change.
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9.12 Strengths, Limitations and Further Research

9.12.1 Strengths of the research

True to mixed methods methodology, the qualitative and quantitative phases of this
thesis were integrated.??° These points of integration included in the design and
methods phases, as discussed in Chapter 6, and the interpretation and reporting phase
presented in a joint display table and narrative weaving, as illustrated in this

chapter.???

This allowed for analysis and reporting of complexity. Complexity was
also encouraged through the use of the SEM as a framework, which appreciated and
included the perspectives of stakeholders from policy, community, institutional,

interpersonal contexts and the use of observations for proxy individual perspectives.

There was triangulation within data collection methods and participant perspective.
This provided the ability to confirm findings from multiple perspectives but also
resulted in rich thick description, which is necessary for in-depth understanding of an
issue. Other elements of rigour were maintained throughout the study, including a
continuous reflexivity, which allowed for acknowledgement of the Researcher’s
clinical background as a nurse and how this influenced her stance on immunisation,
disability and health care equity, and her responses to information from data and
from the participants. A multidisciplinary team of supervisors also ensured a number

of perspectives of the data were considered.

9.12.2 Limitations of the research

In addition to the limitations of the research in Phase One, as outlined in Chapter 3,
there were other limitations pertaining to Phase Two and the integration of the thesis
overall. It must be acknowledged that these data apply to the sub-section of young
people with disability who attend specialist schools, not those with disability in
mainstream schools. The difficulty in identifying those with disability in Australian
mainstream schools is the reason for this. Havercamp and Krahn (2019) report this as
the “denominator issue” in disability research, where data are only based on those
receiving services or that are known from enrolment in programs.?’ During the time
period of this research, the Nationally Consistent Collection of Data on Students with

Disabilities,* has been established in an attempt to maintain an accurate database of

$83 The Nationally Consistent Collection of Data on Students with Disabilities has been established by
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students with disability in all schools for funding purposes. This marks the first such
aggregate information on students with disability collected. However, the ability for

this information to be used for research is not established.

While the number of students and schools involved in this research was small, this
was the inherent nature of exploring immunisation in a minority population and is
part of the reason for the invisibility of this group. Thus, it is paradoxical to name
participant number as a limitation of the research. While the specificity of focus on
specialist schools in Victoria, Australia, does limit generalisability, situating the
findings of the research, as is described in this chapter, does reflect the experiences
and realities of health interventions and health equity issues for other minority
populations. Thus, while the data may not be broadly generalisable, the concepts and

application of methodology could have wide applicability.

In retrospect there were limitations in identifying key stakeholders for interview.
Data in Chapter 8 illustrates the importance of teachers and aides and the role of GPs
for young people during immunisation, however these groups were not specifically
recruited to be interviewed. School immunisation coordinators were identified as the
key stakeholders in the institutional level, as they are the staff involved in all school
aspects of the SBIP. Some of these positions are held by teachers, but certainly the
importance of the voice of classroom teachers and aides was underestimated and

exclusion of these is a limitation of this research.

General Practitioners were not included in this research as they are not included in
organisation or administration of the SBIP. However their role as default immunisers
for those young people who cannot be immunised in the schools has now been
described in the thesis. Future planned work is inclusive of GPs in discussions about

adolescent vaccination in young people with disabilities.

It must be acknowledged that it was particularly difficult to recruit parents and
disappointingly, no young people were able to be interviewed. There was an
assumption made that parents may be able to be recruited through specialist schools.
However, in reality there were restrictions on this in relation to the majority of
schools involved that had policies preventing advertising to families for research

recruitment through school channels. Although multiple other recruitment methods

the Australian Federal Government. For more information see: https://www.nccd.edu.au
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were attempted, there was very little uptake by parents of recruitment requests. The

reasons for this are not clear and need to be explored in future research.

Young people could be interviewed with their parent’s permission if they were able
to verbally participate. Unfortunately, none of the children of parents engaged in this
project met this criterion. Best practice in qualitative research, particularly with
youth and people with disability, is direct participation by those individuals in the
research. While observations allowed a proxy understanding of the young person’s
experience during immunisation, the absence of the young person’s voice was a
limitation of this research. This emphasises the vital role of co-design in any

subsequent interventions arising from this thesis.

As this thesis focused on the adolescent immunisations received at schools, it did not
explore adolescent immunisations provided to young people with disability in the
community and hospital settings. There were some assumptions expressed by
participants that young people with disability would be linked in with GPs and
paediatricians and therefore would be receiving their immunisations outside the
school setting, and indeed, this possibility was not excluded in this thesis. However,
also expressed was a very strong belief from immunisation nurses and schools that if
the young person did not receive their adolescent immunisations at school, they
would not receive them at all, as well as statements about lack of regular health care
input for many of the young people with disability. The role of health care providers
in recommending and administering vaccines to young people with disability is a
topic which needs further research, including eliciting the views and beliefs of the
health providers about adolescent immunisation in young people with disability.
Meanwhile, there is no evidence to date that significant numbers of these young
people are receiving adolescent immunisations outside the school system. In
addition, there are suggestions that rather than assume this is the default, there is an
opportunity to promote opportunistic immunisation at every health care encounter for
young people with disability. Many studies support the important role of health
provider recommendation in immunisation uptake, and this specifically includes
children with chronic medical conditions.!67-300-392 Degpite this, none of the parents
in this thesis had discussions about immunisations initiated by their GP, or the

(sometimes many) specialists involved in their child’s care. This illustrates missed
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opportunities to follow-up and catch-up vaccines for an under-immunised and

medically vulnerable population.

9.12.3 Further research

As well as the suggested continuation of this work in terms of co-design and
implementation and evaluation of interventions based on the recommendations in
this chapter, this thesis gives rise to other further research. There remains a paucity
of qualitative research on immunisation of young people with a disability, and in
particular, the voice of the young people themselves would be invaluable to elicit. As
also mentioned, research is needed on community provider opinions and practices
about immunising young people with a disability. This will allow for provider
influences on immunisation for this population to be explored and optimised. In
addition, gaps have been identified in understanding the experience of immunisation

for people with disability in LMICs.

More broadly, ethical tensions in immunisation practice require open discussion in
academic and clinical arenas. This is in relation to people with disability, but also for
other populations where the concepts of health equity, informed consent, informed
assent, autonomy and fear, distress and anxiety are unspoken and undocumented.
Acknowledging the moral dilemmas in the everyday practice of immunising ensures
transparency and allows practical support in the form of informed debate, best

practice guidelines and ongoing discussion in the context of changing values.

9.13 Conclusions

This thesis has made important contributions to the research on immunisation of
young people with disability. Most significantly, this work has identified the absent
data on coverage in specialist schools and has provided the first Victorian figures on
coverage of adolescent vaccinations given through the SBIP in specialist schools.
The second phase of the thesis is the first qualitative research internationally on
immunisation in children or young people with disability, and the use of the SEM as
a framework has allowed the complexity of multiple layers of influence to be
captured. The results from Phase One and Phase Two, as well as the integrated
inferences from the combined phases, have resulted in new data that have critical
policy and practice implications. This includes evidence about significant under-

immunisation of young people with disability in specialist schools through the SBIP,
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and the absence of data from ungraded schools in aggregate data reports in Victoria.
Other novel findings include the identification of unique barriers to immunising in
this population, such as the need for targeted funding and resources, an
understanding of the priorities of the population and the challenges of managing
anxiety in young people with disability. An unanticipated aspect of this study was
lack of guidelines, discussion and support for ethical decision-making in the SBIP in

specialist schools, particularly with regards to the use of restraint.

The outcome of this thesis includes seven recommendations that could be
implemented during a third phase of research using the WHO TIP process, which
provides guidelines to develop, implement and evaluate interventions to increase
equity in immunisation coverage in sub-populations. These interventions could not
only improve coverage of adolescent immunisations for young people with a
disability, and therefore reduce preventable disease, but could improve the SBIP
process for immunisation teams, school staff and parents, as well as students. The
population of young people with disability would become visible in immunisation
policies, and this would be an example of working towards health equity that could

be applied to other preventative health measures in minority populations.
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Vaccination of people with disabilities: a review

Abstract: People with disabilities are vulnerable to complications from vaccine-preventable
diseases, and every effort should be made to ensure equitable access to immunization for this
population. This paper aims to summarize the research on immunizations in people with
disabilities, in order to ensure a comprehensive understanding of knowledge in this area and
direct further research. The literature is weighted towards coverage data that is difficult to
synthesize because of the different definitions of disability, and the variety of settings,
vaccinations and age groups across the studies. In depth qualitative data and data from a
variety of health care providers and people with disability is notably lacking. This is vital to

redress in order to develop effective immunisation interventions in this population.

Keywords: immunization, disability, health, equity

Immunization is arguably the most successful public health initiative of all time,’ through
prevention of death and reduction in disease severity, complications and disability. Effective
immunization programs also improve health equity for vulnerable groups in society who have
a higher burden of vaccine preventable diseases (VPDs).>* However, there appears to be a
disconnect in identifying the need for the prevention of disability by immunization against
VPDs and efforts to ensure optimal protection in those with existing disability. Underlying
disability, particularly physical disability or disability related to prematurity, predisposes an
individual to respiratory illness and more severe respiratory compromise from viral and
bacterial infections.* Disability is as a factor in a disproportionate number of hospitalizations

and complications, including death, from varicella® and influenza.*™!

285




Appendix C

10

11

12

13

14

15

16

17

18

19

20

21

22

23

24

25

The Tailoring Immunization Program (TIP) framework, developed by the World
Health Organization (WHO), identifies barriers to immunization in under-vaccinated
populations. '*!* This approach has been used in migrant and transient populations, orthodox
Jewish communities, and pregnant women, leading to targeted interventions to improve
uptake for these groups. However, unlike other vulnerable and medically at-risk groups,
strategies to improve vaccine uptake in people with physical and/or intellectual disabilities,
who face considerable access and acceptance barriers, have not been explored. This literature
review aims to summarize the state of knowledge about vaccination in people with disability,
in order to establish this group as a population vulnerable to under-immunization and to

identify areas for further research and intervention.

Definitions of disability

The International Classification of Functioning, Disability and Health (ICF) is a broad
measure of disability based on impairments of body function, activity limitations and
participation restrictions.** Data from WHO suggests that 15% of the world’s population has
some impairment in function, with 2-4% having significant difficulties with activities of daily
living."® This includes those with disability due to aging, mental illness, trauma and chronic

illness as well as those with physical and intellectual disabilities diagnosed early in life.

The ICF classification incorporates environmental factors that impacts on an
individual’s ability to participate. This definition of disability therefore goes beyond the
medical and biophysical aspects to allow for the recognition that disability is a social and
cultural construct. This highlights that without special attention to ensure there are no social,
logistical, communication or education barriers to provision of good and equitable health care

for people with disabilities, they are at risk of poor health outcomes.
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UNICEF clearly articulates the intersect between disability rights, health, and
immunization, and highlights the inequity in access to immunization for children, young
people and adults with disabilities and the subsequent impact on their health and well-
being.'® Identifiable factors include inequitable access to health services, exclusion from
health care initiatives and a lack of understanding of the safety of immunization for those
with underlying disability. '* UNICEF highlights the need to better understand the factors
that influence immunization practices for this population and to advocate for further research

in this area.

Search strategy
The literature search aimed to identify any primary research on immunization in children,
adolescents or adults with physical and/or intellectual disability with any underlying etiology

present from early in life.

A list of search terms was compiled in discussion with a developmental pediatrician,
accounting for the number of terms used to describe disability, and incorporating both broad
descriptors and specific diagnoses, to ensure a comprehensive search of the disability
literature (see Table 1). These terms were paired with immunization search terms in order to
find relevant articles through five databases: PubMed, CINAHL, ERIC, Embase and Scopus.
Reference lists of identified articles were searched for other relevant studies. Excluded were
studies focusing on disability occurring post immunization, and immunization in adults with

disabilities primarily due to aging. In total 28 studies were found (see Table 2).
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Results
The studies on immunization in people with a disability are characterized by the

diverse settings, study design, disability type and vaccinations included.

Disability type

Information was difficult to synthesize largely due to the variety of disability types. Some
studies used specific diagnostic groups such as: those with inborn errors of metabolism,*
ASD,* intellectual disability, 202130 cerebral palsy, *and spina bifida.” Other studies used
broad definitions of disability such as: children with special health care needs (CSHCN),
31,3339

women with physical disabilities, 40 youth attending specialist schools,"* children

with neurological diseases, neurodevelopmental disorders, chronic neurological deficits or

18,22,23,27,29 8

developmental disabilities, and females with mental and physical limitations.”
The issue with broad definitions is illustrated by two American studies which found
no difference between immunization uptake for people with disabilities as compared to their
typically developing peers. The first study measured uptake in a cohort of children with
special health care needs'” and the second explored whether a medical model of care for
children with special health care needs improved immunization rates. ** The definition of
“children with special health care needs™ is commonly used in America, and includes
children who require health or medical input above what would be typical, or any child on
prescription medication or with emotional or behavioral disorders or chronic illness, as well
including those with a disability.* Therefore “children with special health care needs™ is too
broad a definition to measure difference in immunization uptake in the sub-population of

those with disability. Other studies from America have not replicated this finding with more
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specific populations for children with spina bifida,* autism," and neurodevelopmental

; 29
disorders.

Immunization coverage

The majority of the studies measured immunization uptake, with 18/28 (64%) calculating the
uptake of one or more vaccinations in a population of people with disability.4’l7_33 The
recognition of inequities in immunization services for vulnerable populations relies on the
existence of disaggregate data.** Aggregate immunization uptake figures do not generally
identify small populations at risk for under-immunization® and therefore lower immunization
coverage in people with disabilities can be missed. The studies suggested a likelihood of
missed immunizations in people with disabilities, with 14/18 (78%) of the coverage studies
finding that people with disabilities have lower rates of immunization uptake across a range

of different vaccines then their typically developing peers, *!8-21:23.24:26-28.30-33

Some studies measured immunization coverage indirectly. Three studies did not
specifically explore a cohort of people with disabilities but instead found that disability
predicted incomplete vaccination, including in girls in non-mainstream schools,* children
with congenital malformations,”® and Trisomy 21 and Autism Spectrum Disorders (ASD).”
One study did not specifically investigate immunization coverage, but explored overall health
service use among youth with ASD and found that they were less likely to receive
immunisations.*® Another assessed whether enhanced primary care in the form of a dedicated
nurse practitioner to coordinate the child’s care improved immunization rates for children
with special needs®” and found that it did not. Although immunization uptake for children
with disability in these practices was already above the national average prior to the

: 239
intervention.
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In addition to vaccine uptake, other studies aimed to explore acceptability of HPV
vaccine among women with physical disabilities* and provider recommendation for vaccines
in a cohort of children with disability."" Two studies examined parental decision making
about vaccines after a diagnosis of ASD in their child.*** Both these studies concluded that
parents were more likely to miss or delay immunizations after their child’s diagnosis of ASD,
highlighting persisting concerns about the disproved link between vaccinations and
autism.**** One study used grounded theory to explore the satisfaction of adults with ID with

3 S 44
an immunization program.

Qualitative data
Although there were a few studies that aimed to determine barriers to immunization in people

22526 there was only one primary qualitative study to date.* This study

with a disability,
explored the satisfaction of adults with ID with a program to immunize against Hepatitis B,
with data collected directly from the individual with the disability rather than parents and/or
care providers. This study used qualitative interviews from adult clients with intellectual
disability and questionnaires with care staff to describe information in regards to the logistics
of Hepatitis B delivery, use of restraint and information needed about immunization for this
population. This level of analysis, not present in the other studies, allows an understanding of
the experience of immunization and barriers to immunization that may inform meaningful,
effective and equitable policies. Both in-depth qualitative research and the perspective of

people with a disability is largely missing from research. This information is pivotal to

understanding the barriers to uptake and the experience of immunization in this population.
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Location of the research

The location also influences definition and cultural understandings of disability and
immunization policy and practice. The majority of studies were from the

USA, 7242333383944 with other high income countries represented, including
Australia,****"3 Tajwan, 2?3040 UK 193 I’taly,n’23 France,”? Ireland,** Canada,”’ Japan41
and Switzerland."® Two studies were from low and middle income countries (LMICs). The
first was a small study from Ecuador,” and the second was a cross sectional study of families

with children with chronic neurological conditions in Nigeria.*®

The Ecuadorian study was one of the four studies which found that children with disabilities
did not have lower immunization rates than their typically developing peers. The authors
suggested that the culture of the local society in valuing children with disabilities influenced
immunization practices despite the poverty, isolated locations and difficulty accessing
healthcare. This contrasts with the Nigerian study,* in which children with more obvious
neurological deficits were less likely to be immunized. The environmental and cultural
context is important in attitudes towards disability. More research in LMICs may improve
our understanding of how different contexts impacts health care decision making and act as a

barrier to delivering equitable preventive health care for people with disability.

Age and types of vaccination

Only two studies include adults with disability,****

reflecting the weight of immunization
research concentrating on childhood and adolescent funded vaccinations. The majority of
research on childhood immunization focuses on a number of vaccines or the concept of being

“up-to-date” with the current schedule. This contrasts with the studies on adolescent

immunisation, where five studies focus specifically on HPV immunization. These studies
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%6.27 which offer a school-based immunization program for

were divided between Australia,
adolescent immunization, and the USA,”*"* which offers adolescent vaccinations through
local health care providers. This is reflected in the lower rates of HPV uptake in the USA, but

relative to their peers, adolescents with disabilities in all these studies had lower rates of

initiating and completing the HPV course.

Acknowledging the need to optimize uptake of the HPV vaccine for young people
with disabilities requires recognition that sexual health is important and relevant for this
population. Indeed one of the barriers that is reported by parents is that the HPV vaccination
is “not needed”.”® Other barriers to HPV acceptance are the lack of recommendation by a
medical provider, and safety concerns. O’Neill et al.”® also list reasons for non-vaccination
for HPV, with the main reasons being absence from school, lack of consent and anxiety of
the student. This study found no significant difference between dTPa and HPV uptake,
suggesting that concerns about individual vaccines may be less of a barrier than logistical
issues, which is a finding not previous explored for this population. The differences in
barriers reported between these two studies may reflect the parent perspective as compared to

the school perspective, establishing the value of multiple viewpoints.

Three studies specifically examine influenza immunization uptake for children and
adolescents with disabilities. ***** Influenza is an annual immunization which is funded and
recommended for at-risk groups in many countries. This includes people with impaired
respiratory health, which is often present in children with cerebral palsy, epilepsy and other
neurological conditions. Nevertheless immunization rates in those with disabilities in all three

studies are lower than, or similar to, the general population.?****
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Provider recommendation

Several studies found that predictors of immunization in children with disabilities are were
regular health checks,”*' or recommendation to immunize by a health care provider. #as
The importance of health care provider recommendation is mirrored in the literature
regarding interventions to improve confidence and uptake in immunizations in the general
population.47 Given this, the paucity of research exploring opinion and behavior of health
professionals giving advice about immunizations to families with children with disabilities
highlights the need for further exploration. Two studies included pediatrician perspectives on
immunization as to whether they recommended vaccination in children with epilepsy or
severe handicap.*! It is unknown what beliefs and concerns other health professionals, such
as GPs and immunization nurses, have about recommending vaccination to people with
disability. This limits the current level of understanding of the many factors that may

influence immunization decision making, as well as the interventions that may be needed on

a health professional level.
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Conclusion

Drawing clear conclusions from the currently available research on immunization in people
with disabilities is challenging, due to the different contexts, methodologies, definitions, age
groups and vaccines studied. Published studies are limited primarily to exploring
immunization coverage in high income settings. These knowledge gaps do not allow the
development of strategies to ensure improved immunizations rates in this vulnerable
population. Research is needed to develop a greater understanding of the barriers to
immunization for people with disabilities and their families, including the perspective of
people with disability and the advice and attitudes of health professionals and immunization
providers. Immunization in people with disabilities is an important issue of both health and
equity and deserves further research and discussion. Future research will provide
opportunities to impact on provider and parental attitudes and policy recommendations with a

view to improving immunization rates in this population.
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This document is confidential and the property of the Royal Children’s Hospital. No part of it may be
transmitted, reproduced, published, or used without prior written authorization from the institution

Statement of Compliance

This document is a protocol for a research project. This study will be conducted in compliance with
all stipulation of this protocol, the conditions of the ethics committee approval, the NHMRC National
Statement on ethical Conduct in Human Research (2007) and the Note for Guidance on Good Clinical

Practice (CPMP/ICH-135/95).
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Study Name: Immunisation of children with disabilities in specialist school settings in Victoria, Australia.

Protocol Number: 36326A

Version & date: version 2, dated 6% Nov 2016
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1. GLOSSARY OF ABBREVIATIONS & TERMS

Abbreviation Description (using lay language)

DTP Diphtheria/tetanus/pertussis

HPV Human papillomavirus

DHHS Department of Health and Human Services

2. STUDY SITES

2.1STUDY LOCATION/S
While ethics approval is only required from the single site at the Royal Children’s Hospital, data will
be collected from a number public specialist schools in Victoria who enroll students with physical
and/or intellectual disabilities. Seventy-eight schools will be invited to participate. There is no data
on prior engagement rates with schools for this type of study, therefore it is difficult to anticipate
how many schools will consent to take part. It is hoped that over half will choose to participate to
ensure a range of specialist school types and locations.

3. FUNDING AND RESOURCES

3.1SOURCE/S OF FUNDING
The principal investigator is supported with an Australian Postgraduate Award and any expenses will
be covered by this funding.

4. INTRODUCTION/BACKGROUND INFORMATION

4.1LAY SUMMARY
Victoria has a program of scheduled vaccinations, which are included in the National Immunisation
Program (NIP) schedule and are paid for by the Australian government. Included in the NIP schedule
is the school-based immunisation program, which offers all young people aged 12 to 13 years the
Diphtheria/tetanus/pertussis (DTP) vaccine, the varicella (chickenpox) vaccine if they have not
already received one dose (<= 14 years old) or have a clear history of prior varicella infection, and

- ___________________________________ _____________________________________]
Study Name: Immunisation of children with disabilities in specialist school settings in Victoria, Australia.

Protocol Number: 36326A

Version & date: version 2, dated 6% Nov 2016 Page 5 of 13
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the Human Papillomavirus (HPV) vaccine, which is currently given as three doses within 6 months. In
Victoria these vaccinations are given in Year 7, administered in schools by immunisation nurses
arranged by the local government areas.

In Victoria, this school-based program is successful with high rates of young people being vaccinated.
However, it is not clear if this is different for young people with disabilities in specialist school
settings. There is very little information worldwide about vaccination in children with disabilities, but
the limited studies that have been conducted suggest vaccination rates are lower in children with
disabilities than for children in mainstream schools. Young people with disabilities in special schools
may have specific factors which put them at greater risk of missing out on vaccinations, including
missing more days at school, difficulty understanding the vaccination process, difficult behavior on
immunisation day due to anxiety, and specific concerns from their parents that prevent them giving
consent for their child to be vaccinated. There is a clear gap in the literature and we need to collect
information about young people’s vaccination status in specialist schools in Victoria, in order to
understand the size of the problem, and what factors are contributing to these young people
remaining un-vaccinated. With this information, we can inform tailored interventions to ensure that
young people with disabilities are able to achieve the same rate of vaccination as young people in
mainstream schools. This is essential to ensure that young people with disabilities are protected
against infectious diseases that can be prevented by immunisation.

Participants in this study will be attending specialist schools in Victoria and have a range of physical
and/or intellectual disabilities. The specialist schools will be asked to collect information on
immunisation days in 2017 about each student who is eligible to be vaccinated, whether they were
vaccinated and what vaccines they received, their physical and intellectual ability, and the reason
they were not vaccinated, if they weren’t. The young people in the school will not be able to be
identified from the information collected. This study will require a teacher or nurse at the school to
fill in a short online data form for every student eligible for the school vaccinations on each
immunisation day. Each form will take approximately two minutes to fill in.

4.2INTRODUCTION

As part of the government-funded immunisation program in Australia, all young people aged 12 and
13 years are eligible to receive DTP, HPV and varicella immunisations through the school-based
immunisation program. In Victoria this is given in the first year of secondary school (Year 7), with
DTP and varicella given as one dose each, and HPV given as three doses within six months (0, 1 and 6
months). Uptake of these vaccinations is recorded by the Department of Health and Human Services
(DHHS) Immunisation in Victoria and through the HPV register. In 2015, 89.6% of eligible students
received the adolescent dose of DTP and 77.4% of girls and 66.4% of boys received all three doses of
HPV. Varicella is only necessary if the young person has not received one dose in childhood (<= 14
years) or does not have natural immunity or a strong clinical history of infection. Therefore the
uptake of varicella in the school-based program is not representative of varicella vaccination
coverage and therefore not included in the focus of this study.

Each Local Government Area in Victoria is responsible for coordinating and implementing the school-
based immunisation program. Data on the number of vaccinations given is recorded through the

S
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Immunisation Programme System (ImPS) software. Using Year 7 enrolment data from the
Department of Education and Training (DET), the uptake for all mainstream schools can be
calculated. However, there is no denominator data (enrolment in Year 7) for specialist schools, as
these schools do not stream students according to mainstream grade levels. Therefore, there are no
available immunisation uptake figures for specialist schools.

The importance of understanding immunisation uptake, the barriers and enablers to immunisation
delivery in the specialist school setting cannot be underestimated. In 2008, Australia ratified the
United Nation Convention on the Rights of Persons with Disabilities, which recognises the need to
provide health care for those with disabilities “in the same range, quality and standard of free or
affordable health care and programs as provided to other persons” (United Nations, 2006, sec. 25).
Without having accurate data to assess the delivery of the school-based vaccination program in non-
mainstream schools, nor understanding the potential reasons for missed immunisations, it is difficult
to be certain that young people with disabilities are receiving equitable preventative health care.

Therefore, the main purpose of the study is to measure the uptake of school-based immunisations
for young people with disabilities in the specialist school setting in Victoria. Collecting information
on motor and intellectual function and reasons for non or under-vaccination as secondary outcomes
will provide data to enable a more complete understanding of whether the type of disability
influences immunisation receipt, and what the barriers and enablers are to immunisation delivery in
this minority group. This study represents the crucial first phase of a larger study aiming to explore
the issues relating to school based vaccination uptake for young people with disabilities in specialist
schools using a socio-ecological framework.

4.3BACKGROUND INFORMATION

There is very little research internationally and in Australia on immunisation in children and
adolescents with a disability. When considering children of all ages, most studies suggest children
with disabilities are at risk for under or non-immunisation. Lower rates of immunisation are
recorded for children with disabilities in early childhood (Greenwood, Crawford, Walstab &
Reddihough, 2013; Raddish, Goldmann, Lawrence, Kaplan & Perrin, 1993; Tillmann, Tillmann,
Heininger, Lutschg & Weber, 2005), and for the seasonal influenza vaccine (Pandolfi et al., 2012; Yen
et al., 2012). Of these studies only Greenwood et al. {2013) is Australian, with the focus on children
with cerebral palsy under 7 years. Only one study in the USA (O’Connor & Bramlett, 2008) found
that children with special health care needs, broadly defined to include children with developmental
issues, emotional issues or needing any specialist care or medication, had immunisation rates similar
to typically developing children. This was a data linkage study in the USA, which relied on parent
report of vaccination coverage as opposed to data obtained from an immunisation register.

In terms of adolescent immunisation specifically, two studies from the USA and Canada found that
only 17% of children with special health care needs were immunised against HPV, and that having
Down syndrome or ASD was significantly associated with missing HPV immunisation (Cody & Lerand,
2013; Remes et al., 2014). Tuffrey and Finlay (2001) reported that only 59% of children from special
schools in Bath, United Kingdom were fully immunised compared to 83% of matched controls. There
is no published data on adolescent immunisation for children in special schools in Australia.

. __ __ _ _ _ _ _ _ _ _ _ _ _ _ _ _ |
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Therefore, there is a significant gap in the literature with respect to understanding school-based
adolescent immunization for young people with disabilities in Australia. If indeed the bulk of the
international data regarding immunisation uptake rates for this group is similar in Australia, there is
much work to be done to ensure that this already vulnerable group has increased access to and
promotion around the importance of immunisation. This research has the potential for considerable
impact on immunisation policy. Most importantly interventions, which could be developed as a
result of this research, have the potential to affect the morbidity and mortality of children with
disabilities and are congruent with the principles of equity in health care and the rights of persons
with disabilities.

5. STuDY OBIECTIVES

5.1RESEARCH QUESTION
What is the uptake of school-based, government-funded vaccinations in young people with
disabilities attending specialist schools in Victoria, Australia as compared to the general Victorian
population and what are the reasons for non-vaccination in this group?

5.2PRIMARY OBJECTIVES
The primary objective of the study is to measure the uptake of school-based government-funded
immunisations, specifically DTP and HPV in young people with disabilities attending specialist
schools in Victoria Australia, and compare to the uptake of school-based, government-funded
immunisations in the general population in Victoria, Australia.

5.3SECONDARY OBJECTIVES
Secondary objectives of this study are:

1. To describe the uptake of school-based, government-funded vaccinations in specialist school
settings according to the degree of motor and intellectual impairment of the child

2. To collect information on reasons for non or under-vaccination.

5.40UTCOME MEASURES

The primary outcome measure is the uptake of school-based immunisation (HPV and DTP) in
specialist school settings, as expressed as a percentage of the eligible population of 12-13 year old
children.

Secondary outcome measures include:

1. Immunisation uptake by the degree of motor and intellectual impairment:

a. Categorisation of motor function as:

= ambulant without aides

- ambulant with aides

- non ambulant
b. Categorisation of intellectual impairment as:

o no impairment

- probably no impairment

- probably impaired, severity unknown

- mild/moderate impairment

e —
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2. Reason for non-vaccination if applicable
a. Up to date with vaccination
b. Vaccine not available
¢.  No consent form returned
d. Consent form returned with consent for immunisation not given
e. Not able to immunise due to student behavior
f. Immunisation not offered
g. Other

Study Design

5.5STUDY TYPE & DESIGN & SCHEDULE
This study is a prospective cohort study, collecting immunisation information at up to five time
points for each special school identified in Victoria (n=78) in 2017. This is the first phase of a larger
study aiming to explore issues relating to school based vaccination uptake for young people with
disabilities in specialist schools using a socio-ecological framework.

The principal of all eligible schools will be sent an introductory letter and information statement
mid-December 2016 or late January 2017 outlining the aims of the study. If they agree to their
school participating, they will be asked to return the participation form using a stamped self-
addressed envelope or via email to the principal investigator. On this form they will be asked to
nominate a teacher or school nurse who can be the school contact for the purposes of the study. If
no form is returned the principal investigator will follow up with a telephone call to the school two
to four weeks after this paperwork is sent (depending on whether this falls in school holidays). There
will be a maximum of two follow up calls made.

For schools that agree to participate, the principal will make contact with the nominated
immunisation contact for each school and explain the process of collecting data, which will also be
outlined in the information statement. The nominated contact will be responsible for collecting data
on immunisation days via a link to the data collection form on Redcap (See Appendix A: Data
collection form). This will occur on each scheduled immunisation day, the dates of which are
organised between the local government immunisation providers and each school. There are three
immunisation days scheduled over six months for each school, to enable the full course of HPV
vaccine to be given. The nominated immunisation contact will also be asked to fill in forms for up to
two immunisation catch up days, which may be offered at the school by the local council, in addition
to the three scheduled days.

The data collected will include all young people enrolled at the school who are aged 12 or 13 on the
first immunisation day of the year, whether or not they are offered vaccination, and any other young
person outside this age range who is offered the adolescent DTP or the HPV vaccination. Young
people outside this age range may be offered these vaccinations opportunistically, if the school is
aware that they have previously missed a vaccination. Information collected will include limited
demographic data, the motor and intellectual function of the young person and receipt of, or

reasons for non-receipt of the DTP and the HPV vaccine. As not all adolescents are eligible for the
1
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varicella vaccine, the comparison of uptake is not meaningful, and therefore information for this
vaccine will not be collected. There will be no identifiable data collected.

This data on Redcap will only be accessible to the study investigators through a secure password
protected system. The nominated immmunisation contact at each school will only be able to access,
view and enter information for students in their own school. Data collection will continue for the
2017 school year or until all the 2017 immunisation days have been completed.

Analysis will be undertaken by the principal study investigator as part of a PhD study in the
Department of Paediatrics at The University of Melbourne. Analysis will compare the difference in
proportions and relative assessment measures between uptake of school immunisations in specialist
school settings with the overall school immunisation uptake for that local government area. The
school immunisation uptake for each local government area in Victoria can be calculated from
information from DHHS on the number of vaccinations provided to schools, and the Year 7
enrolment data for local government areas provided by DET as denominator data. This data is kept
by DHHS and DET and for the 2017 school year will be publically available in 2018.

STUDY TABLE

Late
Data collection January/Early
Feb 2017

Day/s

Informed Consent
by the Principal of X
the School

Contact with the
nominated
immunisation
contact

Demographic data
for each eligible X X X
child

Motor and
intellectual function
data for each
eligible child

Information about
immunisation/reaso
n for non-

.
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immunisation for
DTP and HPV for
each eligible child

6. STUDY POPULATION

6.1RECRUITMENT PROCEDURE

Eligible specialist schools will be identified from a list of all schools in Victoria provided by DHHS in
Victoria. The principal investigator will check the enrolment criteria of each school to ensure
inclusion criteria are met. An application to DET is currently in process for approval to approach
eligible schools for research purposes. Once approved by DET, each principal will be sent an
information statement outlining the study aims, methodology and input required from the school. If
the principal agrees to the school taking part they will be asked to sign the consent and nominate a
nurse or teacher responsible for coordinating the immunisation days. The nominated immunisation
contact in each school will be responsible for identifying eligible students according to the inclusion
criteria, which will be set out in writing and also discussed by telephone by the study coordinator.
This nominated contact will also be required to sign the consent.

6.2 INCLUSION CRITERIA

All specialist schools in Victoria which enrol young people in early adolescence with physical and/or
intellectual disability will be invited to participate. This includes Special Schools, Special
Developmental Schools, Dual Mode Schools (sometimes also called Special Developmental Schools),
Autism Specific Schools and schools for young people with significant Physical Disability/Chronic
Health Needs. Within this details of immunisation in 2017 for any student who is aged 12 or 13 on
the first immunisation day of the year will be included, whether or not they are offered vaccination.
In addition, any student who is outside this age range and is offered vaccination will be included.

6.3 EXCLUSION CRITERIA
Exclusion criteria include young people attending mainstream schools. Also excluded will be satellite
units for young people with special needs attached to mainstream schools, schools for hearing
impaired students and specialist schools for students with emotional and behavioral issues.

6.4 CONSENT
No individual consent is required. Schools will receive the information statement and will assent to
participate as evidenced by return of the form indicating this.

7. PARTICIPANT SAFETY AND WITHDRAWAL

7.1RISK MANAGEMENT AND SAFETY
There are no risks to the school or individuals, apart from inconvenience and time for the nominated
immunisation contact to fill out the Redcap data collection from for each eligible student. It is
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anticipated that each form will take two minutes to fill out and each school will have between one
and 15 eligible students.

7.2 ADVERSE EVENT REPORTING
There are no foreseeable adverse events related to this study.

7.3HANDLING OF WITHDRAWALS
If a school wishes to withdraw from the study at any time, consent will be sought to use any data
already collected. If this is refused, all data related to this school will be destroyed.

8. STATISTICAL METHODS

8.1STATISTICAL METHODS TO BE UNDERTAKEN
Based on advice from CEBU at RCH, analysis will compare the difference in proportions and relative
assessment measures between uptake of school immunisations in specialist school settings with the
overall school immunisation uptake for that local government area. The school immunisation uptake
for each local government area in Victoria can be calculated from information from DHHS on the
number of vaccinations provided to schools, and the Year 7 enrolment data for local government
areas provided by DET as denominator data.

Data Security & Handling

8.2 DETAILS OF WHERE RECORDS WILL BE KEPT & HOW LONG WILL THEY BE STORED
Access to Redcap will be limited to the study personnel and will be password protected. Each
nominated immunisation contact from each school will only have access to enter data for their
school. Data collected will not be identifiable to the individual. Results will be analysed according to
local government area and/or the state of Victoria and individual schools will not be identified
beyond the secure Redcap form. Data will be kept for 7 years from the date of collection.

9. APPENDIX

List of Attachments included:

Document Name Version Number Date e g,
January 2012)
Appendix A: Data collection form 2 6 Nov 2016
Invitation to participate letter 2 9 Nov 2016
Participant Information Statement and Consent 2 6 Nov 2016
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APPENDIX E: PHASE ONE INFORMATION STATEMENT AND
CONSENT FORM

-
The Royal
Children’s
o Hospital
Information statement and consent form Melbourne
HREC Project Number: HREC 362364
Research Project Title: Immunisation of young people with disabilities in specialist school settings
invictoria, Australia,
Principal Researcher: s Jenry O'Neill, Clinical Murse Consultant, Developmental Medicine, The Royal
Childrer’s Hospital, PhD Candidate, Department of Paediarics,The University of
M elbourne
Yersion Number: 2 Yersion Date: 06/11/2016

Thank you for taking thetime to read this Participant Information Statementand Consent Form. e would
like to invite you to participate in a research project that is explained below,

This document is 8 pages long. Please make sure you have all the pages.

What is an Information Statement?

These pages tell you about the research project. It explains to you clearly and openly all the steps and
procedures of the project. The information is to help you to decide whether or not you agree to your school
taking part intheresearch. Please read this Information Statement carefully.

Before you decide to take part or not, you can ask us any questions you have about the project. You may wart
totalk about the project with the school staff or local government immunisation providers,

Important things you need to know

o It is your choice whether or not your school takes part in the research. You do not haveto agreeif you do
not want to

o If you decide you do not wart to take part, it will not affect the treatmert and care any students from your
school may get at The Royal Children’s Hospital

If you would like to take part inthe research project, please sign the consent form at the end of this
infarmation statement. By signing the consent form you aretelling us that you:

Murdoch

THE UNIVERSTY OF
MELBOURNE
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understand what you have read
had a chance to ask questions and received satisfactory answers
consent to your school taking part in the project.

Information Statement and Consent Form
Version 2, 6th Nov 2016
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1. Whatis the research project about?

Victoria has a program of scheduled vaccinations, which are included in the National
Immunisation Program (NIP) schedule and are paid for by the Australian government. Included in the
NIP schedule is the school-based immunisation program, which offers all young people aged 12 to 13
years the Diphtheria/tetanus/pertussis (DTP) vaccine, the varicella (chickenpox) vaccine, if they have
not already received one dose or have a clear history of prior varicella infection, and the Human
Papillomavirus (HPV) vaccine, which is currently given as three doses within 6 months. These
vaccinations are administered in schools by immunisation nurses arranged by the local government
areas. In mainstream schools in Victoria, they are given in Year 7 with high rates of young people
being vaccinated.

However, it is not clear if this is different for young people with disabilities in specialist school
settings. There is very little information worldwide about vaccination in children with disabilities, but
the limited studies that have been conducted suggest vaccination rates are lower in children with
disabilities than for children in mainstream schools. Young people with disabilities in special schools
may have specific factors which put them at greater risk of missing out on vaccinations, including
missing more days at school, difficulty understanding the vaccination process, difficult behaviour on
immunisation day due to anxiety, and specific concerns from their parents that prevent them giving
consent for their child to be vaccinated. There is a clear gap in the literature and we need to collect
information about young people’s vaccination status in specialist schools in Victoria, in order to
understand the size of the problem, and what factors are contributing to these young people
remaining un-vaccinated. With this information, we can inform tailored interventions to ensure that
young people with disabilities are able to achieve the same rate of vaccination as young people in
mainstream schools. This is essential to ensure that young people with disabilities are protected
against infectious diseases that can be prevented by immunisation.

Participants in this study will be attending specialist schools in Victoria and have a range of
physical and/or intellectual disabilities. The specialist schools will be asked to collect information on
immunisation days in 2017 about each student who is eligible to be vaccinated, whether they were
vaccinated and what vaccines they received, their physical and intellectual ability, and the reason
they were not vaccinated, if they weren’t. The young people in the school will not be able to be
identified from the information collected. This study will require a teacher or nurse at the school to
fill in a short online data form for every student eligible for the school vaccinations on each
immunisation day. Each form will take approximately two minutes to fill in.

Information Statement and Consent Form 3
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2. Who is funding this research project?

This project is being undertaken as part of a PhD study by the principal investigator, Jenny
O’Neill. She is supported by an Australian Postgraduate Award through the University of
Melbourne.

3. Why am | being asked to take part?

Your school is being asked to take part as a specialist school in Victoria that enrols children
with physical and/or intellectual disabilities. Approval from the Department of Education and
Training (DET) has been granted to approach eligible schools to take part.

4. Whatdo I need to do in this research project?

If you agree to your school taking part in this research project, you will be asked to nominate
the school nurse or teacher who is responsible for coordinating Immunisation days with the local
government immunisation providers. We ask that they also sign this consent form to ensure we
know they have read this Information Statement and are agreeable to taking part.

The nominated contact will then be contacted by the principal investigator and provided with
an online link to a data collection form which they are asked to fill out for each eligible student on
each immunisation day. The questions that will be asked on the form are attached. It is expected
that the form will take two minutes per student to fill in. None of the information collected can
identify individual students.

5. Can | withdraw from the project?

If you give your consent for your school to participate, and change your mind, the school can
withdraw from the project. You do not need to tell us the reason why you want to stop being in
the project. If you leave the project we will use any information already collected unless you tell
us not to.

6. What are the possible benefits for me and other people in the future?

There will no direct immediate benefits from this research project for your students or your
school. It is hoped that the findings from this PhD study will inform policy decisions and interventions
to make it easier for young people undergoing immunisations in specialist school settings in the

Information Statement and Consent Form 4
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future. Depending on the findings, this may include, but is not limited to: implementing improved
systems for tracking immunisation in young people with disabilities, developing specific information
and education about immunisation for families of young people with disabilities, investigating
alternative methods of immunising young people with disabilities who are very anxious and difficult
to immunise in school settings, and improving communication with health care providers about
immunisations in young people with disabilities.

7. What are the possible risks, side-effects, discomforts and/or inconveniences?

There are no known risks, side-effects or discomforts expected by taking part in this research
project. Inconveniences for the school include the time and effort it will take for the nominated
immunisation contact at the school to fill in the data collection form for each eligible child on
each immunisation day. This is expected to take two minutes for each child. The principal
investigator will be available by telephone on each immunisation day if there are difficulties filling
out these forms.

8. What will be done to make sure my information is confidential?

Information about immunisation for each student will be non-identifiable, that is, there will
be no information collected which can identify any individual student. The nominated
immunisation contact at the school will only have access to the data collection information of his
or her school, and the study team and Ethics Department at the Royal Children’s Hospital will be
the only personnel to have access to the complete data set. This data will be stored electronically
and password protected. Any hard copy data will be stored in a locked cabinet at the Royal
Children’s Hospital. This data will be kept for seven years after study completion then securely
destroyed.

Results from this data will form part of a PhD thesis and may also be presented at conferences
or printed in article format for peer reviewed journals. No published or presented results will
name individual schools.

Information Statement and Consent Form 5
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9. Willl be informed of the results when the research project is finished?

At the conclusion of the study, a letter will be sent to each of the participating schools outlining
the overall findings from the study. In addition, schools may request individual findings for their
school.

10. Who should | contact for more information?

If you would like more information about the project or if you need to speak to a member of the
research team in an emergency please contact:

Name: Ms Jenny O’Neill
Contact telephone: 0410557 898

Email: Jenny.oneill@rch.org.au

If you have any concerns and/or complaints about the project, the way it is being conducted or your rights as
a research participant, and would like to speak to someone independent of the project, please contact:
Director, Research Ethics & Governance, The Royal Children’s Hospital Melbourne on telephone: (03) 9345
5044.
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CONSENT FORM

HREC Project Number: HREC 36236A

Research Project Title: Immunisation of young people with disabilities in specialist
school settings in Victoria, Australia.

Version Number: 2 Version Date: 6" November 2016

o | have read, or someone has read to me in a language that | understand, the information
statement version listed above and | understand its contents.

o | believe | understand the purpose, extent and possible risks of the school’s involvement in this
project.

o | voluntarily consent, on behalf of the school, to take part in this research project.

o | have had an opportunity to ask questions and | am satisfied with the answers | have received.

o lunderstand that this project has been approved by The Royal Children’s Hospital Melbourne
Human Research Ethics Committee and will be carried out in line with the National Statement on
Ethical Conduct in Human Research (2007) — including all updates.

o |understand | will receive a copy of this Information Statement and Consent Form.

Principal Name Principal Signature Date

Information Statement and Consent Form
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Nominated immunisation contact Nominated immunisation contact Date
for school Signature

Nominated immunisation contact delegation:
(Teacher or nurse or other)

Nominated immunisation contact telephone:

Nominated immunisation contact email:

Declaration by researcher: | have explained the project to the principal or the nominated contact
who has signed above, and believe that they understand the purpose, extent and possible risks of
their school’s involvement in this project.

Research Team Member Name Research Team Member Date
Signature

Information Statement and Consent Form 8
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APPENDIX F: PHASE ONE HREC APPROVAL

)
ETHICS APPROVAL & o Pe
GOVERNANCE AUTHORISATION
The Royal
Children's
14 December 2016 Hospital
Melbourne
Ms Jenny O'Neill
Developmental Medicine
The Royal Children’s Hospital
Dear Ms O’Neill
Project Title: Immunisation of children with disabilities in specialist school settings in

Victoria, Australia.

RCH HREC Reference Number: 36326A

I am pleased to advise that the above project has received ethical approval from The Royal Children’s
Hospital Melbourne Human Research Ethics Committee (HREC).

The HREC confirms that your proposal meets the requirements of the National Statement on Ethical
Conduct in Human Research (2007). This HREC is organised and operates in accordance with the
National Health and Medical Research Council’s (NHRMC) National Statement on Ethical Conduct in
Human Research (2007), and all subsequent updates, and in accordance with the Note for Guidance on
Good Clinical Practice (CPMP/ICH/135/95), the Health Privacy Principles described in the Health
Records Act 2001 (Vic) and Section 95A of the Privacy Act 1988 (and subsequent Guidelines).

The project has also received governance authorisation at the Melbourne Children’s Campus
(incorporating The Royal Children’s Hospital, Murdoch Children’s Research Institute and the University
of Melbourne Department of Paediatrics).

HREC Approval Date: 14 December 2016*
Please note the HREC are no longer issuing pre-determined approval periods. Ethical approval is now
ongoing, subject to the submission of an annual report on the anniversary of approval.

Participating Sites:
Ethical approval for this project applies at the following sites:

Site Name
e Melbourne Children’s Campus (incorporating The Royal Children’s Hospital, Murdoch
Children’s Research Institute and the University of Melbourne Department of
Paediatrics).

Approved Documents:
The following documents have been reviewed and approved:

Document Version Date

Protocol 2.0 6 November 2016
Invitation to participant 2.0 9 November 2016
Information statement and consent form 2.0 6 November 2016
Data collection form 2.0 6 November 2016

Conditions of Ethics Approval:
e You are required to submit to the HREC:
¢ An Annual Progress Report (that covers all sites listed on approval) for the duration of the
project. This report is due on the anniversary of HREC approval. Continuation of ethics
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approval is contingent on submission of an annual report, due within one month of the
approval anniversary. Failure to comply with this requirement may result in suspension of
the project by the HREC.

« A comprehensive Final Report upon completion of the project.

e Submit to the reviewing HREC for approval any proposed amendments to the project including any
proposed changes to the Protocol, Participant Information and Consent Form/s and the Investigator
Brochure.

¢ Notify the reviewing HREC of any adverse events that have a material impact on the conduct of the
research in accordance with the NHMRC Position Statement: Monitoring and reporting of safety for
clinical trials involving therapeutic products May 2009.

* Notify the reviewing HREC of your inability to continue as Coordinating Principal Investigator.

¢ Notify the reviewing HREC of the failure to commence the study within 12 months of the HREC
approval date or if a decision is taken to end the study at any of the sites prior to the expected date
of completion.

¢ Notify the reviewing HREC of any matters which may impact the conduct of the project.

o If your project involves radiation, you are legally obliged to conduct your research in accordance
with the Australian Radiation Protection and Nuclear Safety Agency Code of Practice ‘Exposure of
Humans to Ionizing Radiation for Research Purposes’ Radiation Protection series Publication No.8
(May 2005)(ARPANSA Code).

e The HREC, authorising institution and/or their delegate/s may conduct an audit of the project at
any time.

Yours sincerely

Emma Land

Research Ethics and Governance Officer
Research Ethics and Governance

The Royal Children’s Hospital Melbourne
Phone : (03) 9345 5044

Email : rch.ethics@rch.org.au

Web : www.rch.org.au
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APPENDIX G: PHASE ONE DET APPROVAL

Department of
Education & Training

2 Treasury Place

East Melbourne Victoria 3002
Telephone: 03 9637 2000
DX210083

2016_003243

Ms Jenny O’Neill
5 Charles Street
GLEN IRIS 3146

Dear Ms O’Neill

Thank you for your application of 10 November 2016 in which you request permission to conduct
research in Victorian government schools titled Immunisation of young people with disabilities in
specialist school settings in Victoria, Australia.

I am pleased to advise that on the basis of the information you have provided your research proposal
is approved in principle subject to the conditions detailed below.

1. The research is conducted in accordance with the final documentation you provided to the
Department of Education and Training.

2. Separate approval for the research needs to be sought from school principals. This is to be
supported by the Department of Education and Training approved documentation and, if
applicable, the letter of approval from a relevant and formally constituted Human Research
Ethics Committee.

3. The project is commenced within 12 months of this approval letter and any extensions or
variations to your study, including those requested by an ethics committee must be submitted to
the Department of Education and Training for its consideration before you proceed.

4. Asa matter of courtesy, you advise the relevant Regional Director of the schools or governing
body of the early childhood settings that you intend to approach. An outline of your research and
a copy of this letter should be provided to the Regional Director or governing body.

5. You acknowledge the support of the Department of Education Training in any publications arising
from the research.

6. The Research Agreement conditions, which include the reporting requirements at the conclusion
of your study, are upheld. A reminder will be sent for reports not submitted by the study’s
indicative completion date.

Your details will be dealt with in accordance with the Public Records Act 1973 and the Privacy and Data Protection Act 2014. Should you have any o R IA
queries or wish to gain access to your personal information held by this department please contact our Privacy Officer at the above address.
State
Government
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| wish you well with your research. Should you have further questions on this matter, please contact
Youla Michaels, Project Support Officer, Insights and Evidence Branch, by telephone on
(03) 9637 2707 or by email at michaels.youla.y@edumail.vic.gov.au.

Yours sincerely

4 @4

Joyce Cleary
Director
Insights and Evidence

/2/12/2016

ORIA

State
Government
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APPENDIX H: ELSEVIER COPYRIGHT APPROVAL FOR INCLUSION
OF ARTICLE IN CHAPTER 4

Permissions Helpdesk <permissionshelpdesk@elsevier.com>

Thu 12/12/2019 12:14 AM
To:

Jenny O'Neill;

To help protect your privacy, some content in this message has been blocked. To re-enable the blocked
features, click here.
To always show content from this sender, click here.

Error! Filename not specified.

Dear Jenny O'Neill,

Thank you for your query.

Please note that, as one of the authors of this article, you retain the right to reuse it in your
thesis/dissertation. You do not require formal permission to do so. You are permitted to post this
Elsevier article online if it is embedded within your thesis. You are also permitted to post your
Author Accepted Manuscript online.

However posting of the final published article is prohibited.

“As per our Sharing Policy, authors are permitted to post the Accepted version of their article
on their institutional repository — as long as it is for internal institutional use only.

It can only be shared publicly on that site once the journal-specific embargo period has
lapsed. For a list of embargo periods please see: Embargo List.

You are not permitted to post the Published Joumal Atticle (PJA) on the repository.”
Please feel free to contact me if you have any queries.
Regards,
Kaveri

Permissions Helpdesk
ELSEVIER |Operations
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APPENDIX I: WILEY COPYRIGHT APPROVAL FOR INCLUSION OF
ARTICLE IN CHAPTER 5

Wiley Global Permissions <permissions@wiley.com>
Tue 17/12/2019 1:30 AM

To:

Jenny O'Neill;

You replied on 17/12/2019 9:56 AM.

Dear Jenny,

Thank you for your email.

Permission is granted for you to use the material requested for your thesis/dissertation subject to
the usual acknowledgements (author, title of material, title of book/journal, ourselves as publisher)
and on the understanding that you will reapply for permission if you wish to distribute or publish
your thesis/dissertation commercially.

You should also duplicate the copyright notice that appears in the Wiley publication in your use of
the Material. Permission is granted solely for use in conjunction with the thesis, and the material
may not be posted online separately.

Any third-party material is expressly excluded from this permission. If any material appears within
the article with credit to another source, authorisation from that source must be obtained.

Should you require any further information, please do not hesitate to contact me.

Kind regards,

Paisley Chesters
Permissions Co-Ordinator

Wiley

The Atrium
Southern Gate
Chichester
West Sussex
PO19 8SQ
www.wiley.com

John Wiley & Sons Limited is a private limited company registered in England with registered number
641132.

Registered office address: The Atrium, Southern Gate, Chichester, West Sussex, United Kingdom.
PO19 88Q
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APPENDIX J: PHASE TWO HREC PROTOCOL

PROTOCOL

Immunisation of young people with
disabilities in specialist school settings in
Victoria, Australia: Phase 2

Protocol Number (if applicable): 37280A
Version: 5
Date: 21/02/2018

Author/s:
Ms Jenny O’Neill

Dr Margie Danchin
Dr Giuliana Antolovich
Ms Sally Lima

Prof Fiona Newall

CONFIDENTIAL
This document is confidential and the property of The Royal Children’s Hospital. No part of it may
be transmitted, reproduced, published, or used without prior written authorization from the
institution.

Statement of Compliance

This document is a protocol for a research project. This study will be conducted in compliance
with all stipulation of this protocol, the conditions of the ethics committee approval, the NHMRC

326



Appendix J

National Statement on ethical Conduct in Human Research (2007) and the Note for Guidance on
Good Clinical Practice (CPMP/ICH-135/95).
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1. GLOSSARY OF ABBREVIATIONS & TERMS

Abbreviation Description (using lay language)

DHHS Department of Health and Human Services
DET Department of Education and Training

PI Principal Investigator

LGAs Local Government Areas

NIP National Immunisation Program

DTP Diptheria-tetanus-pertussis

HPV Human Papillomavirus

2. STUDY SITES

2.1 STuDY LOCATION/S
While ethics approval is only required from the single site at The Royal Children’s Hospital, interviews
and/or focus groups will be held in a variety of locations with:

1. Up to 4 individuals working in the Department of Health and Human Services (DHHS) Immunisation
Department, Victoria.

2. One individual from the Department of Education and Training (DET), Victoria.

3. Four to six Immunisation managers in Local Government Areas (LGAs) in Victoria and four to six
groups of up to 8 immunisation nurses from LGAs in Victoria

4. Immunisation Coordinators of up to 10 public specialist schools in Victoria who enroll students with
physical and/or intellectual disabilities

5. Up to 10 parents/carers of young people with physical and/or intellectual disabilities
6. Up to 10 young people with physical and/or intellectual disabilities

Therefore, locations of data collection may include state and local government offices, schools and
family homes.

3. FUNDING AND RESOURCES

3.1  SOURCE/S OF FUNDING

- ____________ __________ _____________________ ______ _____________________ _______________|
Study Name: Immunisation of young people with disabilities in specialist school settings in Victoria, Australia: Phase 2

Protocol Number: 37280A
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The Principal Investigator (P1) is supported by a Research and Training Stipend from the University
of Melbourne and a top-up scholarship from the Developmental Disability and Rehabilitation
Research Group Gallie Trust, The Murdoch Childrens Research Institute. In addition, the Pl has
received a grant from DHHS Immunisation Victoria to assist with any costs of data collection and
analysis.

4. INTRODUCTION/BACKGROUND INFORMATION

4.1 LAY SUMMARY
Victoria has a program of scheduled vaccinations, which are included in the National Immunisation
Program (NIP) schedule and are paid for by the Australian government. Included in the NIP schedule
is the school-based immunisation program, which offers all young people aged 12 to 13 years:

o the Diphtheria/tetanus/pertussis (DTP) vaccine;

o thevaricella (chickenpox) vaccine if they have not already received one dose (<= 14 years old)
or have a clear history of prior varicella infection; and

o the Human Papillomavirus (HPV) vaccine, which is currently given as three doses within 6
months.

In Victoria these vaccinations are given in Year 7, administered in schools by immunisation nurses
arranged by the Local Government Areas (LGAs).

This school-based immunisation program is successful with high rates of young people being
vaccinated. However, it is not clear if this is different for young people with disabilities in specialist
school settings as there is very little information in Australia, or indeed internationally, about
vaccination in children with disabilities. The limited studies that have been conducted suggest
vaccination rates are lower in children with disabilities than for children in mainstream schools but
they have not examined the reasons why this might be. The first phase of this research (HREC 36326B)
is currently being undertaken, collecting information about young people’s vaccination status in
specialist schools in Victoria, in order to understand the size of the problem, and what factors are
contributing to these young people remaining un-vaccinated. This second phase aims to understand
the experiences of, concerns with, barriers and facilitators of acceptance and delivery immunisation
for young people with disabilities, their parents, teachers and immunisation nurses and managers who
deliver immunisation as well as policy makers. This ensures the viewpoint of all key stakeholders in
the school-based immunisation program are included.

This information will be collected by in-depth interviews and focus groups. Participants will provide
informed consent prior to taking part in interviews or focus groups. Focus groups will be undertaken
at the participant’s workplace, in the case of immunisation nurses, or at The Royal Children’s Hospital,
in the case of parents. Interview will be undertaken at a location that is mutually convenient. It is
expected that the time commitment from adult participants will be 30 to 60 mins. For young people
the time commitment will be 5 to 20 mins. The main consideration for participants taking part will be
one of inconvenience and time commitment. No identifying information from this data will be
published or presented.

This type of information about immunisations in specialist schools has not been collected previously

and with this information, we hope to inform tailored interventions to ensure that young people with
|
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disabilities are able to have the same access, and optimal experiences in adolescent immunisation.
This is essential to ensure that young people with disabilities are protected against infectious diseases
that can be prevented by immunisation.

4.2 INTRODUCTION

As part of the government-funded immunisation program in Australia, all young people aged 12 and
13 years are eligible to receive DTP, HPV and varicella immunisations through the school-based
immunisaion program. In Victoria this is given in the first year of secondary school (Year 7), with DTP
and varicella given as one dose each, and HPV given as three doses within six months (0, 1 and 6
months). Uptake of these vaccinations is recorded by the DHHS Immunisation in Victoria and through
the HPV register. In 2015, 89.6% of eligible students received the adolescent dose of DTP and 77.4%
of girls and 66.4% of boys received all three doses of HPV. Varicella is only necessary if the young
person has not received one dose in childhood (<= 14 years) or does not have natural immunity or a
strong clinical history of infection.

This study represents the second phase of a larger study aiming to explore the issues relation to
school-based vaccination for young people with disabilities in specialist schools using the socio-
ecological framework. The first phase focuses on collecting data on immunisation uptake in specialist
schools. This second phase aims to answer the question: what are the experiences of, concerns with,
barriers and facilitators to acceptance and delivery of school-based immunisation for young people
with disabilities in specialist schools in Victoria, Australia?

The importance of understanding concerns, experiences, barriers and facilitators to immunisation
delivery in the specialist school setting at all levels cannot be underestimated. In 2008, Australia
ratified the United Nation Convention on the Rights of Persons with Disabilities, which recognises the
need to provide health care for those with disabilities “in the same range, quality and standard of free
or affordable health care and programs as provided to other persons” (United Nations, 2006, sec. 25).
Without having accurate data to assess the delivery of the school-based immunisation program in
non-mainstream schools, nor understanding the potential reasons for missed immunisations, and the
concerns, barriers and enablers of the school-based immunisation program for this population, it is
difficult to be certain that young people with disabilities are receiving equitable and acceptable
preventative health care.

4.3 BACKGROUND INFORMATION
There is very little research in Australia or internationally, on immunisation in children and adolescents
with a disability. When considering children of all ages, most studies suggest children with disabilities
are at risk for under or non-immunisation. Lower rates of immunisation are recorded for children with
disabilities in early childhood (Greenwood, Crawford, Walstab & Reddihough, 2013; Raddish,
Goldmann, Lawrence, Kaplan & Perrin, 1993; Tillmann, Tillmann, Heininger, Lutschg & Weber, 2005),
and for the seasonal influenza vaccine (Pandolfi et al., 2012; Yen et al., 2012). Of these studies only
Greenwood et al. (2013) is Australian, with the focus on children with cerebral palsy under 7 years.
Only one study in the USA (O’Connor & Bramlett, 2008), found that children with special health care
needs, broadly defined to include children with developmental issues, emotional issues or needing
any specialist care or medication, had immunisation rates similar to typically developing children. This
was a data linkage study in the USA, which relied on parent report of vaccination coverage as opposed

to data obtained from an immunisation register.

-V __ __ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ |
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In terms of adolescent immunisation specifically, two studies from the USA and Canada found that
only 17% of children with special health care needs were immunised against HPV, and that having
Down syndrome or ASD was significantly associated with missing HPV immunisation (Cody & Lerand,
2013; Remes et al., 2014). Tuffrey and Finlay (2001) reported that only 59% of children from special
schools in Bath, United Kingdom were fully immunised compared to 83% of matched controls. There
is no published data on adolescent immunisation for young people in special schools in Australia.
Crucially, also missing from the research is qualitative information on the experiences of immunisation
for young people with a disability and exploration of the reasons for the difference in the uptake of
adolescent vaccinations in populations of young people with disabilities. Uptake only illustrates the
potential scope of the issue, and this in isolation does not help identify or understand the factors that
influence whether a young person with a disability receives an immunisation. Quantitative data does
not provide comprehensive information about the drivers of vaccine acceptance. There is a need for
qualitative data exploring individual and family decision making about immunisation and the policies
and processes in the education and health system available to support this.

Therefore, there is a significant gap in the literature with respect to understanding school-based
adolescent immunisation for young people with disabilities in Australia. If indeed the bulk of the
international data regarding immunisation uptake rates for this group is similar in Australia, there is
much work to be done to ensure that this already vulnerable group has increased access to and
promotion around the importance of immunisation. This research has the potential for considerable
impact on immunisation policy. Most importantly interventions, which could be developed as a result
of this research, have the potential to affect the morbidity and mortality of children with disabilities
and are congruent with the principles of equity in health care and the rights of persons with
disabilities.

5. STUDY OBJECTIVES

5.1  RESEARCH QUESTION
What are the experiences, concerns with, barriers and facilitators of acceptance and delivery of
school-based immunisation for young people with disabilities in specialist schools in Victoria,
Australia?

5.2 PRIMARY OBJECTIVES
The primary objective is to explore and establish the specific socio-ecological determinants that
prevent or enable immunisation for young people with disabilities in specialist schools in Australia.

5.3 SECONDARY OBJECTIVES
Secondary objectives of this study include:

1. Exploration of implementation of the school-based immunisation program in specialist schools

2. Development of an understanding of the role of teachers, nurses, managers and policy makers in
the school-based immunisation Program in specialist schools

3. Exploration of decision-making about consent to immunisation and administering immunisation to
young people in specialist schools

. _ _ _ _ _ ]|
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4. Development of an understanding of the experience of young people with disability undergoing
immunisation in specialist schools

5.4  OUTCOME MEASURES

Consistent with the methodology of qualitative inquiry outcome measures will not be objective
measures, but will be the prevailing themes from the interviews and focus groups which will make up
the qualitative data collection. The primary outcome measure will be a description of the
understanding of specific socio-ecological determinants that prevent or enable immunisation for
young people in specialist schools.

Secondary outcome measures with be a description of the themes relating to other aspects of the
school-based immunisation program in specialist schools raised by participants.

6. STUDY DESIGN

6.1  STUDY TYPE & DESIGN & SCHEDULE

This is an exploratory qualitative study utlising a socio-ecological model adapted from
Bronfenbrenner’s Ecological Systems Theory. Bronfenbrenner’s Ecological Systems Theory describes
layers of influence from micro to macro levels. An adaptation of this, shown in Figure 1, is the socio-
ecological model which has been widely used in health promotion to examine a range of factors which
can affect health promotion or preventative health actions. This encompasses the individual’s beliefs,
attitudes and behaviours, the social influences of their immediate community, the organisational
influences or arrangements, the broader community and structures and systems guiding policy. Most
importantly the socio-ecological model emphasises the need to analyse the way these layers interact.
Figure 1 illustrates the layers of the socio-ecological model. In this study, the stakeholders in each of
the five layers of the socio-ecological model have been identified as:

Structures and systems: DHHS Immunisation and DET policy makers
Community: LGA Immunisation managers and nurses

Institutions: School immunisation co-ordinators

Interpersonal: Parents and family

Individual: Student

- _______________ __________________________________________________________]
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Federal, state, and local regulations, laws, the built environment
(public works, infrastructure, etc.).

Relationships and ications b organizations and
institutions.

Institutions and _
Organizations

Schools, health care administration, businesses, faith based

or

Interpersonal Individual relationships, support groups, social networks, cultural

context.

[ dividual attitudes, beliefs, k ledge, and behavi

Figure 1: The socio-ecological model

Recruitment for this phase of the study will commence in October 2017 and will be continue until all
interviews and focus groups are completed which is expected to be by May 2018. All participants will
only have basic demographic data collected including: position in the socio-ecological model and job
description relevant to school-based immunisation program, gender and age range. Participants will
be provided with an alias and all data collected will be re-identifiable.

Only interviews will be offered for the policy, immunisation managers and immunisation schools co-
ordinators as at these levels these stakeholders are key informants in immunisation for the state
government, local government or school respectively. Key informants act as expert spokespeople for
their group or population, therefore in-depth interviews are an appropriate method of gaining a
comprehensive understanding of their perspective.

Key informants have been identified within Phase 1 of the study, through contact with government,
LGAs and schools. The PI will approach key informant participants via email or phone to explain the
research and invite participation. Contact details have been identified in Phase 1 of the research. If
the participant agrees, the Information Statement and consent form will be sent electronically to the
participant, and a time and location will be mutually agreed. The Pl expects to most commonly travel
to participant’s place of work to conduct interviews. If there is no response to the initial invitation to
participate a maximum of two follow up emails and/or phone calls to the key informant participants
will be undertaken.

The rationale of using focus groups for immunisation nurses is because their job in the school
immunisation program is within their team of immunisation nurses, which is different than the other
stakeholders. Therefore, there is value in hearing their views within a team. However, for nurses who
wish to participate outside the focus group and interview will be offered.

The rationale for including a focus group as well as interviews for parents as the group dynamic of
parent discussion may both serve to add depth to the discussion, and will also enable more parent
voices to be heard. However, for parents who prefer to be participate outside the focus group,
interviews will be offered. Young people with a disability will be offered an interview and can
e ————————————————————
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participate with parental consent. Interviews with young people will take place after the interview
with their parent/carer. The parent/carer can be present as a support person but will be asked not to
take part in the young person’s interview. This will be agreed upon by the young person and parent.
These interviews will be held at the family home.

When undertaking interviews at the family home, the research team will adhere to the RCH Safety at
Home Policy and Procedure. This will include

1. The interviewer having their car key and mobile on them at all times.

2. The interviewer assessing for any signs of violence or danger upon entering the home and exiting
immediately if these are present.

3. The interviewer texting a nominated member of the research team on arrival to the family home
and on depature.

4. The allocated member of the research team will have details of the time of arrival and expected
depature and if the interviewer has not checked in within 15 minutes of these times, the member of
the research team will text the interviewer. If there is no response in 10 minutes the member of the
research team will call the interviewer. If there is no response the interviewer will escalate to the other
members of the research team and the police.

5. All members of the research team will have access to a password protected spreadsheet with
scheduled home interviews and addresses.

For all interviews and focus groups consent will be verbally re-visited in person prior to
commencement of the discussion, and signed consent forms will be collected at that time. Interviews
and focus groups will be recorded and transcribed. Transcription will be undertaken by a transcription
service who will receive be required to sign a confidentiality agreement. Voice recordings will be
destroyed once they are transcribed. Data will be coded and themed by the Pl with consultation from
the research team and the assistance of NVivo software. Data analysis of this stage is expected to be
completed by June 2018. Phase 2 is the second part of a PhD study undertaken through the
Department of Paediatrics at the Royal Children’s Hospital which is due for completion in May 2019.

6.2 STUDY METHODOLOGY

Data collection with be by in-depth semi-structured interviews and focus groups. Interview guides
have been developed for both purposes to ensure consistency in data collection. This will allow broad
themes to be covered, including: the experience of the participant’s role in the school-based
immunisation program in specialist schools, the perceived barriers and enablers to immunisation in
specialist schools and particular concerns of the participants about immunisation in specialist schools.
The semi-structured nature also allows for themes and topics to be initiated by participants, therefore
ensuring the discussion is participant driven and not reliant on preconceived themes. Interview guides
for each interview/focus group can be found in Appendix A.

7. STUDY POPULATION

7.1 RECRUITMENT PROCEDURE
Recruitment will be purposeful with the aim to capture key informants and diversity of experience.
Recruitment strategy is set out below:

.
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SEM level Stakeholders Data collection Recruitment strategy
method
Policy DHHS Key Informant Four individuals in DHHS Immunisation
Immunisation and | interviews and one individual at DET have been
DET identified as key informants in Phase 1 of

the study. All of these individuals will be
contacted and invited to participate in an
in-depth interview

Community | LGA immunisation | Key informant Six Victorian LGAs with specialist schools
managers interviews identified by the research team based on
maximum diversity sampling. This
includes consideration of diversity of:
location (metropolitan, regional, and
where applicable rural); population; a

LGA immunisation | Focus groups
nurses

range of immunisation uptake levels (as
recorded for mainstream schools);
socioeconomic levels (as measured by
index of relative economic advantage and
disadvantage); and type of specialist
schools. If less than 4 LGAs agree to
participate the research team will
nominate a mix of other LGAs that are
representative of diversity to ensure a
minimum of four LGAs.

Immunisation managers of all LGAs with
specialist schools have been identified in
Phase 1 of the research. They will be the
contact for LGAs and will be asked to
participate in an in-depth interview. At
the same time, they will be asked to
invite their immunisation nurses to
participate in a focus group or interview.
Interviews and focus groups will be
scheduled at a mutually convenient time.
The individuals within the focus group
will provide their own signed consent to
participate. A maximum of eight nurses in
each of the four to six LGAs will be
included in a focus group.

.. . . . . |
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Institutions | School Key informant Names of the school immunisation
immunisation interviews coordinators for all specialist schools
coordinators have been provided to the Plin Phase 1

of this research.

The immunisation coordinators of each
specialist school in each participating LGA
region will be invited to participate in the
key informant interviews.

The total number of schools across the
nominated nominated LGAs is estimated
to be 10. The aim is to recruit five (50%)
in the first instance. If this is not
achieved, recruitment will continue with
specialist schools outside the
participating LGA areas.

Family Parent/carer Interviews The PI will approach participating schools
to advertise for parent and young person
participants through the school
newsletters. In addition, the Cerebral
Palsy Support Network, Association for
Children with a Disability and Amaze will
be approached to advertise in their
newsletters and through their social
media for parent participation.
Advertising will also take place through
Neurodevelopment and Disability
outpatient clinics and website at The
Royal Children’s Hospital.

In all cases, a contact number and email
will be advertised on the flyer, or printed
advertisement for parents to self-
nominate to participate in a focus group
or interview. Parents will be eligible if
they have had a child attending a
specialist school who has been eligible for
the adolescent immunisations in the last
12 months, whether or not they received
them. The aim is to recruit up to 10
parents/carers or parent/carer pairs and
10 young people for interviews and one
focus group of up to eight parents.

. __________________ ___________________________________________________________|
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7.2 INCLUSION AND ExcLusion CRITERIA
Exclusion criteria for all participants will include: need for an interpreter to participate, as interpreters
will not be available for interviews or focus groups.

Exclusion criteria for young people with a disability will include: non-verbal communication system as
the interviewer will require verbal answers to questions.

Inclusion criteria: For parents: inclusion criteria will include primary carers (including biological
parents, adoptive or foster parents or grandparents) of young adolescents attending a specialist
school in Victoria and eligible for the adolescent immunisations given at 12-14 years old in the last 12
months, whether or not they received them.

For young people: inclusion criteria will include any young person who attends a specialist school and
was eligible to receive their adolescent immunisations in the last 12 months, whether or not they
received them.

7.3 CONSENT
Signed consent will be obtained from all participants prior to the interview or focus group
commencing.

8. PARTICIPANT SAFETY AND WITHDRAWAL

8.1 Risk MANAGEMENT AND SAFETY

There are minimal risks to participants involved in this study. The risk of psychological distress when
recounting thoughts and experiences of immunisations of young people however must be considered.
If this should occur the Pl will stop the interview/focus group and allow the individual to have a break.
The choice will be given to the participant whether to continue the interview or focus group. If the
participant continues and appears to recover further support will be offered by way of a follow up
phone call by the Pl within the next week.

If the participant declines to continue or continues to appear distressed, the Pl will encourage follow
up by the individual’s general practitioner or employee wellbeing scheme (for professionals). For
parents, if the discussion provokes uncertainty about the choice they have made to vaccinate or not
vaccinate their children, details of the Immunisation Service at The Royal Children’s Hospital will be
given to the parent in order for them to access the clinic in which they can review these decisions with
an paediatrician or a senior nurse specialised in immunisation.

For the P, safety will be ensured when travelling to different locations by:

- ________________ ___ ___ _________________________ __ ______________ _______________________J|
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1. Notifying the research team of all interviews and focus group, including time, date and locations
2. Having a charged mobile phone on person at all times

3. Organizing to notify a member of the research team via text message when entering an interview
and on leaving

8.2 ADVERSE EVENT REPORTING
There are no foreseeable serious adverse events for this study.

Distress of any individuals taking part will be discussed with the research team and, if referral to
supports is required the Research and Ethics department at The Royal Children’s Hospital will also be
notified and advice sought as to whether any further action is needed.

8.3 HANDLING OF WITHDRAWALS
At any time, participants may withdraw from the study. Any such participants will then be asked for
verbal permission to include their response to any interview or focus group questions already
recorded. If verbal permission is not given, any recordings of interviews will be destroyed, or in the
case of focus groups, any responses they have given will not be transcribed or used.

9. DATA SECURITY & HANDLING

9.1 DETAILS OF WHERE RECORDS WILL BE KEPT & HOW LONG WILL THEY BE STORED
Audio-recordings, transcriptions and demographic data will be stored electronically on a password
protected computer with locked cloud back-up, only accessible to the research team and the
transcription service who will be asked to sign a confidentiality agreement. Transcriptions will be kept
for 7 years after completion of the study. This computer will be in the possession of the Pl who works
between the Royal Children’s Hospital and her home.

9.2 CONFIDENTIALITY AND SECURITY
Participants will be given an alias which will be assumed on all transcriptions and analyses of data. A
spreadsheet will be maintained with allocation of alias in order the data is re-identifiable for the
purposes of rechecking of data and meaning with participants if necessary. This spreadsheet will be
password protected. No identifiable data will be included in any publications or presentations. This
includes identifying individuals, schools or LGAs.

10 APPENDIX
Please see Appendix A attached for interview and focus group guides.

List of Attachments included:

e —
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Date eg., 18
Document Name Version Number (eg
January 2012)

Appendix A: Interview and focus group guides 2 30 Oct 2017
Budget 1 8 May 2017
Information Statement and Consent (Policy) 3 30 Oct 2017
Information Statement and Consent (Immunisation

3 30 Oct 2017
Managers)
Information Statement and Consent (Immunisation

3 30 Oct 2017
Nurses)
Information Statement and Consent {Schools) 3 30 Oct 2017
Information Statement and Consent (Family) 3 30 Oct 2017
Parent/ young person recruitment advertisement 3 30 Oct 2017
Department of Education and Training Research

. 2 20 Oct 2017

Approval Application
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APPENDIX K: PHASE TWO HREC PROTOCOL AMENDMENT

SN

- . 4
The Royal Children's Hospital Melbourne The Royal
50 Flemington Road Child 9.
Parkville Victoria 3052 Australia I yen s
TELEPHONE +613 9345 5522 Hospltal
www.rch.org.au Melbourne

AMENDMENT FORM

S

' HREC Reference #: 37280A

Project title: Immunisation of young people with disabilities in specialist school settings in Victoria,
Australia: Phase 2

Principal Investigator Name: JEnig i NG
“ s Email: Jenny.oneill@rch.org.au
Name: Jenny O’Neill
Contact person
& Email: Jenny.oneill@rch.org.au

Brief synopsis of project and progress to date:

This is the second phase of a research project exploring immunisation of young people with
disabilities in specialist schools. The first phase involved collecting information about the vaccination
rates of young people who attend specialist schools in Victoria in 2017. This second phase will
interview young people with disabilities, parents, teachers and immunisation nurses, managers and
policy makers about their thoughts and experiences of the immunisation program in specialist
schools. Recruitment has proved to be difficult for schools and parents/carers and young people. In
addition it has become evident that observation of immunisation days are a valuable source of data
collection. This amendment addresses these issues

Amendment Request:

Please detail ALL proposed changes relating to this amendment request and provide relevant
Jjustification for the changes

1. | Change recruitment process for Local Government Areas (immunisation managers and nurses)
and specialist schools to send invitations to participate to all LGAs and schools rather than
targeted ones, in order to improve uptake. Change recruitment process for parent/carers and
families to include a letter to be sent home after the researcher has attended a specialist
school either for an interview or observation, and also to allow for recruitment through
paediatricians.

2. | Include observation of immunisation days at specialist schools as a data collection strategy.
3.
4.
5.

o Note: For addition of Investigators, please complete a Change of Investigator Form and

submit a signed copy with this application.

0 aed Q0 O O please pro ae ea ople
Document name Version Date
Protocol 6 27 March 2018
Information Statement and Consent (Immunisation Managers) | 4 27 March 2018
Information Statement and Consent (Schools) 4 27 March 2018
Research Ethics & Governance January 2017 Page 1 of 2
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Information Statement and Consent (School observation)

1

27 March 2018

Parent/carer/young person recruitment letter

1

27 March 2018

o Please note that if this form has not been completed with appropriate justification, that the
REG team will not commence a REG review until this information has been provided.
o Please submit an electronic copy signed by the Pl {or emailed from or cc’d to the Pl) to

rch.ethics@rch.org.au

o [fafee applies to this submission, as per the schedule, please ensure that you complete the
Invoicing Authorisation form. Please note that you do no need to submit this form if no fee

apply.

‘ Pl Signature: Jenny O’Neill

’ Date: 27.03.2018 |

OFFICE USE ONLY

Reviewer comments:

Recommendation (please tick one option below):

Recommend approval |:| Recommend approval subject to above |:| HREC review |:|
Name: Date:

Signature:

Chair/Director comments:

Decision (please tick one option below):

Approved [] Approved subject to above [_] HREC review [_]
Name: Date:

Signature:

Research Ethics & Governance January 2017 Page 2 of 2
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APPENDIX L: PHASE TWO INFORMATION STATEMENT AND
CONSENT FORM FOR SCHOOL OBSERVATIONS

o
-\ 9
TheRoyal
Children’s
o Hospital
Information statement and consent form Melbourne

HREC Project Number: HREC 37280A
Research Project Title: Immunisation of young people with disabilities in specialist school

settings in Victoria, Australia: Phase 2

Principal Researcher: Ms Jenny O’Neill

Clinical Nurse Consultant, Neurodevelopment and Disability,
The Royal Children’s Hospital

PhD Candidate, Department of Paediatrics, The University of
Melbourne

Version Number: 1 Version 27/03/2018
Date:

Thank you for taking the time to read this Information Statement.
This document is 6 pages long. Please make sure you have all the pages.

What is an Information Statement?

These pages tell you about the research project. It explains to you clearly and openly all the steps
and procedures of the project. The information is to help you to decide whether or not you agree to
taking part in the research. Please read this Information Statement carefully.

You can ask us any questions you have about the project. You may want to talk about the project
with your colleagues.

Important things you need to know

» Itisyour choice whether or not you take part in the research. You do not have to agree if you do
not want to
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o If you decide you do not want to take part, it will not affect any relationship you may have with
The Royal Children’s Hospital

If you agree to your school assisting with this research project, you do not have to do anything.
Verbal consent will be sought by the Principal Investigator on the day of observation. This may be
granted on the day by you or another appropriate school staff. By granting verbal consent on the day
you are telling us that you:

¢ understand what you have read
o had achance to ask questions and received satisfactory answers

e consent to taking part in the project.

Information Statement and Consent Form (Schools Observation) 2
Version 1,27 March 2018
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1. What is the research project about?

The School Immunisation Program is part of the scheduled vaccinations in Australia. Young people
aged 12 to 13 years are offered the Diphtheria/Tetanus/Pertussis (DTP) vaccine, and the Human
Papillomavirus (HPV) through this program. Vaccinations are given in schools by immunisation nurses
from the council. Vaccinations are offered for young people who are 12 to 13 years old, or in Year 7
with high rates of young people in mainstream schools being vaccinated.

However, there is very little information worldwide about vaccination in young people with
disabilities. Some studies show that vaccination rates are lower in young people with disabilities than
for young people in mainstream schools. No studies have examined the reasons why this might be.
This research aims to understand the experiences of, concerns with, barriers and facilitators of
acceptance and delivery of immunisations given in early adolescence for young people with
disabilities in specialist schools. The information we collect from this research will help to ensure that
young people with disabilities are able to have the same access to vaccines, and to improve
immunisation experiences and outcomes.

This information statement applies to the second phase of this research. The first phase involved
collecting information about the vaccination rates of young people who attend specialist schools in
Victoria in 2017. The second phase will interview young people with disabilities, parents, teachers
and immunisation nurses, managers and policy makers about their thoughts and experiences of the
immunisation program in specialist schools. In addition, the research team will observe immunisation
days in specialist schools. This Information Statement applies only to observation of an immunisation
session in your school.

2. Who is funding this research project?

This project is being undertaken as part of a PhD study by the principal investigator, Jenny O’Neill.
The Principal Investigator (Pl) is a Clinical Nurse Consultant in Neurodevelopment and Disability at
The Royal Children’s Hospital. She is supported by a Research and Training Stipend from the
University of Melbourne and a top-up scholarship from the Developmental Disability and
Rehabilitation Research Group Gallie Trust, The Murdoch Childrens Research Institute. In addition,
the Pl has received a grant from the Department of Health and Human Services Immunisation
Department to assist with any costs of data collection and analysis.

Information Statement and Consent Form (Schools Observation) 3
Version 1, 27 March 2018
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3. Why am | being asked to take part?

We are asking you to take part as a specialist school in Victoria that enrols children with physical
and/or intellectual disabilities. The immunisation nurses in your Local Government Area have agreed
to allow the Principal Investigator attend an immunisation day at your school with them.

We have Approval from the Department of Education and Training to approach eligible
schools to take part.

4. What do | need to do in this research project?

a. Agree to the Principal Investigator attending with the local government immunisation team
on an immunisation day as an observer.
Verbal agreement from the school will be sought at the start of the immunisation session.
Observation will involve no physical contact with the students. The researcher will NOT be
assisting in any way to administer vaccinations nor have any discussion with students with
regards to vaccinations. Students will not be identified to the researcher and she will not have
access to any immunisation paperwork. Notes and reflections will be recorded by the
researchers. No student or staff member will be identified in these notes and no individual,
school or local government area will be identified in any publication arising from this study.

b. Distribute a letter for students eligible for immunisations to take home to request
participation in an interview by the family
This letter invites families to contact the researcher directly and any interview will take place
outside the school environment.

5. Can | withdraw from the project?
If you give your consent to participate, and change your mind, you can withdraw from the project.
You do not need to tell us the reason why you want to stop being in the project. If you leave the
project we will use any information already collected unless you tell us not to

6. What are the possible benefits for me and other people in the future?

There will no direct immediate benefits from this research project for you. We hope that the findings
from this PhD study will inform policy decisions and interventions. This may make it easier for young

Information Statement and Consent Form (Schools Observation) 4
Version 1, 27 March 2018
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people undergoing immunisations in specialist school settings in the future. Depending on the
findings, this may include, but is not limited to:
e implementing improved systems for tracking immunisation in young people with disabilities;
o developing specific information and education about immunisation for families of young
people with disabilities;
e investigating alternative methods of immunising young people with disabilities who may be
anxious and difficult to immunise in school settings; and
e improving communication with health care providers about immunisations in young people
with disabilities

7. What are the possible risks, side-effects, discomforts and/or inconveniences?

There are no known risks, side-effects or discomforts expected by taking part in this research project.
Inconveniences include the space required for an extra person in the immunisation room.

8. What will be done to make sure my information is confidential?

No information will be recorded which can identify any student, or staff member and no individual,
school or immunisation service will be identified in any publication arising from this research. The
study team and Ethics Department at the Royal Children’s Hospital will be the only personnel to have
access to the notes from the observations. This data will be stored electronically and password
protected. Any hard copy data will be stored in a locked cabinet at the Royal Children’s Hospital. This
data will be kept for seven years after study completion then securely destroyed. The results from
this research will form part of a PhD thesis and may also be presented at conferences or printed in
article format for peer reviewed journals.

9. Willl be informed of the results when the research project is finished?

At the conclusion of the study, a letter will be sent by email to each of the participants outlining
the overall findings from the study.

10. Who should | contact for more information?
If you would like more information about the project or if you need to speak to a member of the
research team in an emergency please contact:
Name: Ms Jenny O’Neill

Information Statement and Consent Form (Schools Observation) 5
Version 1, 27 March 2018
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Contact telephone: 0410 557 898

Email: Immunisation.research@rch.org.au

If you have any concerns and/or complaints about the project, the way it is being conducted or your rights
as a research participant, and would like to speak to someone independent of the project, please contact:
Director, Research Ethics & Governance, The Royal Children’s Hospital Melbourne

Information Statement and Consent Form (Schools Observation) 6
Version 1, 27 March 2018
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APPENDIX M: PHASE TWO INFORMATION STATEMENT AND
CONSENT FORM FOR IMMUNISATION MANAGERS

\\‘ 7

>0
\
The Royal
Children’s
. Hospital

Information statement and consent form Melbourne
HREC Project Number: HREC 37280A
Research Project Title: Immunisation of young people with disabilities in specialist school

settings in Victoria, Australia: Phase 2

Principal Researcher: Ms Jenny O’Neill

Clinical Nurse Consultant, Neurodevelopment and Disability,
The Royal Children’s Hospital

PhD Candidate, Department of Paediatrics, The University of

Melbourne

Version Number: 6 Version 04/04/2018
Date:

Thank you for taking the time to read this Participant Information Statement and Consent Form.
We would like to invite you to participate in a research project that is explained below.

This document is 8 pages long. Please make sure you have all the pages.

What is an Information Statement?

These pages tell you about the research project. It explains to you clearly and openly all the steps
and procedures of the project. The information is to help you to decide whether or not you agree to

taking part in the research. Please read this Information Statement carefully.

Before you decide to take part or not, you can ask us any questions you have about the project. You
may want to talk about the project with your colleagues.

Important things you need to know

The Children’s
Excellence in . il

Research
Institute THE UNIVERSITY OF

MELBOURNE

clinical care,
research and
education
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e Itis your choice whether or not you take part in the research. You do not have to agree if you do
not want to

o If you decide you do not want to take part, it will not affect any relationship you may have with
The Royal Children’s Hospital

If you would like to take part in the research project, please sign the consent form at the end of this
information statement. By signing the consent form you are telling us that you:

¢ understand what you have read
e had a chance to ask questions and received satisfactory answers

e consent to taking partin the project.

Information Statement and Consent Form (Immunisation.Managers) 2
Version 6, 04 April 2018
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1. What is the research project about?

The School Immunisation Program is part of the scheduled vaccinations in Australia. Young people
aged 12 to 13 years are offered the Diphtheria/Tetanus/Pertussis (DTP) vaccine, and the Human
Papillomavirus (HPV) through this program. Vaccinations are given in schools by immunisation nurses
from the council. Vaccinations are offered for young people who are 12 to 13 years old, or in Year 7
with high rates of young people in mainstream schools being vaccinated.

However, there is very little information worldwide about vaccination in young people with
disabilities. Some studies show that vaccination rates are lower in young people with disabilities than
for young people in mainstream schools. No studies have examined the reasons why this might be.
This research aims to understand the experiences of, concerns with, barriers and facilitators of
acceptance and delivery of immunisations given in early adolescence for young people with
disabilities in specialist schools. The information we collect from this research will help to ensure that
young people with disabilities are able to have the same access to vaccines, and to improve
immunisation experiences and outcomes.

This information statement applies to the second phase of this research. The first phase involved
collecting information about the vaccination rates of young people who attend specialist schools in
Victoria in 2017. The second phase will interview young people with disabilities, parents, teachers
and immunisation nurses, managers and policy makers about their thoughts and experiences of the
immunisation program in specialist schools. In addition the Principal Investigator will undertake
observation of immunisation days in specialist schools.

2. Who is funding this research project?

This project is being undertaken as part of a PhD study by the principal investigator, Jenny O'Neill.
The Principal Investigator (Pl) is a Clinical Nurse Consultant in Neurodevelopment and Disability at
The Royal Children’s Hospital. She is supported by a Research and Training Stipend from the
University of Melbourne and a top-up scholarship from the Developmental Disability and
Rehabilitation Research Group Gallie Trust, The Murdoch Childrens Research Institute. In addition,
the Pl has received a grant from the Department of Health and Human Services Immunisation
Department to assist with any costs of data collection and analysis.

Information Statement and Consent Form (Immunisation.Managers) 3
Version 6, 04 April 2018
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3. Why am | being asked to take part?

We are asking you to take part as an immunisation manager in a Local Government Area that
undertakes immunisations in specialist schools.

We have approval from the Department of Education and Training for eligible schools to take part.

4. What do | need to do in this research project?

a. Return the signed consent form

If you want to take part in this research please scan and email the signed consent to the
Principal Investigator Jenny O’Neill at immunisation.research@rch.org.au .

b. Allow the Principal Investigator to attend an scheduled immunisation day with your team at
a specialist school

We ask you to provide the Principal Investigator, Jenny O’Neill, with the date, and time and
specialist school you are attending and she will join you as an observer. The Principal
Investigator will record general notes and reflections on the day. No names of students,
school staff or immunisation staff will be noted. The name of the school and immunisation
service will not be published.

If you consent to this observation, the principal of the school will be notified of this and will
be sent an information statement about the research. Verbal permission will be sought by
the Principal Investigator on the day from the school to observe the immunsiations.

c. Take partin an interview
You will be asked questions in the interview about your role in the school immunisation program
in specialist schools. The main focus of the interview will be your perception of the experiences,

challenges and barriers to immunising young people with disabilities in the specialist school

Information Statement and Consent Form (Immunisation.Managers) 4
Version 6, 04 April 2018
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setting. We will contact you to organise a mutually agreeable time and location to undertake an
interview. If you agree to the Principal Investigator attending an immunisation session the
interview can occur on this day if convenient. It is expected that the interview will last 30
minutes. Your interview will be recorded so that we can transcribe what is said and find common
themes. You will be given another name, or an alias, and will not be identifiable in transcriptions
or any published results from this research.

d. Assist with promoting this research to immunisation nurses in your team

If you agree to participate in this research we also request your assistance to invite
immunisation nurses from your team to take part in a separate interview or focus group, by
distributing the Immunisation Nurse Information Statement and Consent. Immunisation nurses
can contact the Principal Investigator directly and provide individual consent to take part. If you
do not want to assist with this recruitment it does not affect your ability to take part in this
research. If you agree to the Principal Investigator to attending an immunisation session the
interview/focus group can occur on this day with the nurses present, if convenient.

5. Can | withdraw from the project?

If you give your consent to participate, and change your mind, you can withdraw from the project.
You do not need to tell us the reason why you want to stop being in the project. If you leave the
project we will use any information already collected unless you tell us not to

6. What are the possible benefits for me and other people in the future?

There will be no direct immediate benefits from this research project for you. We hope that the
findings from this PhD study will inform policy decisions and interventions. This may make it easier
for young people undergoing immunisations in specialist school settings in the future. Depending on
the findings, this may include, but is not limited to:
¢ implementing improved systems for tracking immunisation in young people with disabilities;
¢ developing specific information and education about immunisation for families of young
people with disabilities;
¢ investigating alternative methods of immunising young people with disabilities who may be
anxious and difficult to immunise in school settings; and
e improving communication with health care providers about immunisations in young people
with disabilities

Information Statement and Consent Form (Immunisation.Managers)
Version 6, 04 April 2018
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7. What are the possible risks, side-effects, discomforts and/or inconveniences?

There are no known risks, side-effects or discomforts expected by taking part in this research project.
Inconveniences include the time and effort it will take for you to participate in the interview. The
interview is expected to take 30 to 45 minutes.

8. What will be done to make sure my information is confidential?

You will be allocated an alternative name, or alias. Any data published or presented will refer to you
by this alias. No information will be recorded which can identify you, or any student or school you
refer to. The study team and Ethics Department at the Royal Children’s Hospital will be the only
personnel to have access to the complete data set. Interviews will be transcribed and then the voice
recordings will be destroyed. This data will be stored electronically and password protected. Any hard
copy data will be stored in a locked cabinet at the Royal Children’s Hospital. This data will be kept for
seven years after study completion then securely destroyed. The results from this research will form
part of a PhD thesis and may also be presented at conferences or printed in article format for peer
reviewed journals.

9. Will I be informed of the results when the research project is finished?

At the conclusion of the study, a letter will be sent by email to each of the participants outlining
the overall findings from the study.

10. Who should | contact for more information?

If you would like more information about the project or if you need to speak to a member of the
research team in an emergency please contact:

Name: Ms Jenny O’Neill
Contact telephone: 0410557 898

Email: Immunisation.research@rch.org.au

Information Statement and Consent Form (Immunisation.Managers) 6
Version 6, 04 April 2018
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If you have any concerns and/or complaints about the project, the way it is being conducted or your rights as
a research participant, and would like to speak to someone independent of the project, please contact:
Director, Research Ethics & Governance, The Royal Children’s Hospital Melbourne on telephone: (03) 9345
5044.

Information Statement and Consent Form (Immunisation.Managers)
Version 6, 04 April 2018
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CONSENT FORM

HREC Project Number: HREC 37280A

Research Project Title: Immunisation of young people with disabilities in specialist
school settings in Victoria, Australia: Phase 2

Version Number: 6 Version Date: 4 April 2018

e | have read the information statement version listed above and | understand its contents.

¢ Ibelieve | understand the purpose, extent and possible risks of my involvement in this project.
¢ | voluntarily consent to take part in this research project.

o |have had an opportunity to ask questions and | am satisfied with the answers | have received.

¢ lunderstand that this project has been approved by The Royal Children’s Hospital Melbourne
Human Research Ethics Committee and will be carried out in line with the National Statement on
Ethical Conduct in Human Research (2007) — including all updates.

o lunderstand | will receive a copy of this Information Statement and Consent Form.

O 1 agree to taking part in an interview

[  Iagreeto the Principal Investigator attending an immunisation session at a specialist
school with our team as an observer

[0  1agree to assisting with recruitment of immunisation nurses in my team by identifying
those that immunise in specialist schools and distributing the Information Statement for
Immunisation Nurses

Participant Name Participant Signature Date
Local Government Area Best contact number
Information Statement and Consent Form (Immunisation.Managers) 8
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APPENDIX N: PHASE TWO INFORMATION STATEMENT AND
CONSENT FOR IMMUNISATION NURSES
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Information statement and consent form Melbourne
HREC Project Number: HREC 37280A
Research Project Title: Immunisation of young people with disabilities in specialist school

settings in Victoria, Australia: Phase 2

Principal Researcher: Ms Jenny O’Neill

Clinical Nurse Consultant, Neurodevelopment and Disability,
The Royal Children’s Hospital

PhD Candidate, Department of Paediatrics, The University of

Melbourne

Version Number: 4 Version 17/11/2017
Date:

Thank you for taking the time to read this Participant Information Statement and Consent Form.
We would like to invite you to participate in a research project that is explained below.

This document is 7 pages long. Please make sure you have all the pages.

What is an Information Statement?

These pages tell you about the research project. It explains to you clearly and openly all the steps
and procedures of the project. The information is to help you to decide whether or not you agree to

taking part in the research. Please read this Information Statement carefully.

Before you decide to take part or not, you can ask us any questions you have about the project. You
may want to talk about the project with your colleagues.

Important things you need to know

The Children’s
<
Excellence in . 2"..‘%{3&‘.5‘;

Research
Institute

clinical care,
research and

= MELBOURNE
education
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e Itis your choice whether or not you take part in the research. You do not have to agree if you do
not want to

¢ If you decide you do not want to take part, it will not affect any relationship you may have with
The Royal Children’s Hospital

If you would like to take part in the research project, please sign the consent form at the end of this
information statement. By signing the consent form you are telling us that you:

e understand what you have read
¢ had a chance to ask questions and received satisfactory answers

e consent to taking partin the project.

Information Statement and Consent Form (ImmunisationNurses) 2
Version 4, 17 Nov 2017
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1. What is the research project about?

The School Immunisation Program is part of the scheduled vaccinations in Australia. Young people
aged 12 to 13 years are offered the Diphtheria/Tetanus/Pertussis (DTP) vaccine and the Human
Papillomavirus (HPV) through this program. Vaccinations are given in schools by immunisation nurses
from the council. Vaccinations are offered for young people who are 12 to 13 years old, or in Year 7
with high rates of young people in mainstream schools being vaccinated.

However, there is very little information worldwide about vaccination in young people with
disabilities. Some studies show that vaccination rates are lower in young people with disabilities than
for young people in mainstream schools. No studies have examined the reasons why this might be.
This research aims to understand the experiences of, concerns with, barriers and facilitators of
acceptance and delivery of immunisations given in early adolescence for young people with
disabilities in specialist schools. The information we collect from this research will help to ensure that
young people with disabilities are able to have the same access to vaccines, and to improve
immunisation experiences and outcomes.

This information statement applies to the second phase of this research. The first phase involved
collecting information about the vaccination rates of young people who attend specialist schools in
Victoria in 2017. This second phase will interview young people with disabilities, parents, teachers
and immunisation nurses, managers and policy makers about their thoughts and experiences of the
immunisation program in specialist schools.

2. Who is funding this research project?

This project is being undertaken as part of a PhD study by the principal investigator, Jenny O’Neill.
The Principal Investigator (P1) is a Clinical Nurse Consultant in Neurodevelopment and Disability at
The Royal Children’s Hospital. She is supported by a Research and Training Stipend from the
University of Melbourne and a top-up scholarship from the Developmental Disability and
Rehabilitation Research Group Gallie Trust, The Murdoch Children’s Research Institute. In addition,
the Pl has received a grant from the Department of Health and Human Services Immunisation
Department to assist with any costs of data collection and analysis

Information Statement and Consent Form (ImmunisationNurses) 3
Version 4, 17 Nov 2017
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3. Why am | being asked to take part?

We are asking you to take part as an immunisation nurse in a nominated Local Government Area that
undertakes immunisations in specialist schools. Your immunisation manager has assisted us by
distributing this information to you as part of their team.

We have approval from the Department of Education and Training for eligible schools to take
part.

4. What do | need to do in this research project?

a. Return the signed consent form

If you want to take part in this research please scan and email the signed consent to the Principal
Investigator Jenny O’Neill at immunisation.research@rch.org.au . We will contact you to organise
a mutually agreeable time and location to undertake an interview or focus group. You will have
the choice whether to participate in an interview or a focus group. Most commonly interviews
and focus groups will be conducted at your workplace within your work hours. It is expected that
your time commitment for a focus group will be 45 minutes and for an interview will be 30
minutes.

b} Take part in an interview or focus group

You will be asked questions in the interview or focus group about your role in the school
immunisation program in specialist schools. The main focus of the interview or focus group will
be your perception of the experiences, challenges and barriers to immunising young people with
disabilities in the specialist school setting. Your interview or focus group will be recorded so that
we can transcribe what is said and find common themes. You will be given another name, or an
alias, and will not be identifiable in transcriptions or any published results from this research. If
you attend a focus group you will be identifiable to the other participants in the group.

5. Can | withdraw from the project?

Information Statement and Consent Form (ImmunisationNurses) 4
Version 4,17 Nov 2017
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If you give your consent to participate, and change your mind, you can withdraw from the project.
You do not need to tell us the reason why you want to stop being in the project. If you leave the
project we will use any information already collected unless you tell us not to

6. What are the possible benefits for me and other people in the future?

There will no direct immediate benefits from this research project for you. We hope that the findings
from this PhD study will inform policy decisions and interventions. This may make it easier for young
people undergoing immunisations in specialist school settings in the future. Depending on the
findings, this may include, but is not limited to:
o implementing improved systems for tracking immunisation in young people with disabilities;
o developing specific information and education about immunisation for families of young
people with disabilities;
¢ investigating alternative methods of immunising young people with disabilities who may be
anxious and difficult to immunise in school settings; and
e improving communication with health care providers about immunisations in young people
with disabilities

7. What are the possible risks, side-effects, discomforts and/or inconveniences?

There are no known risks, side-effects or discomforts expected by taking part in this research project.
Inconveniences include the time and effort it will take for you to participate in the interview or focus
group. The focus group is expected to take up to 45 minutes and the interview is expected to take
minutes.

8. What will be done to make sure my information is confidential?

You will be allocated an alternative name, or alias. Any data published or presented will refer to you
by this alias. No information will be recorded which can identify you, or any student or school you
refer to. The study team and Ethics Department at the Royal Children’s Hospital will be the only
personnel to have access to the complete data set. Interviews and focus groups will be transcribed
and then the voice recordings will be destroyed. This data will be stored electronically and password
protected. Any hard copy data will be stored in a locked cabinet at the Royal Children’s Hospital. This
data will be kept for seven years after study completion then securely destroyed. The results from
this research will form part of a PhD thesis and may also be presented at conferences or printed in
article format for peer reviewed journals.

Information Statement and Consent Form (ImmunisationNurses) 5
Version 4,17 Nov 2017
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9. Will I be informed of the results when the research project is finished?

At the conclusion of the study, a letter will be sent by email to each of the participants outlining
the overall findings from the study.

10. Who should I contact for more information?

If you would like more information about the project or if you need to speak to a member of the
research team in an emergency please contact:

Name: Ms Jenny O’Neill
Contact telephone: 0410 557 898

Email: Immunisation.research@rch.org.au

If you have any concerns and/or complaints about the project, the way it is being conducted or your rights as
a research participant, and would like to speak to someone independent of the project, please contact:
Director, Research Ethics & Governance, The Royal Children’s Hospital Melbourne on telephone: (03) 9345
5044.

Information Statement and Consent Form (ImmunisationNurses) 6
Version 4,17 Nov 2017
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CONSENT FORM

HREC Project Number: HREC 37280A

Research Project Title: Immunisation of young people with disabilities in specialist
school settings in Victoria, Australia: Phase 2

Version Number: 4 Version Date: 17 November 2017

o | have read the information statement version listed above and | understand its contents.

o |believe | understand the purpose, extent and possible risks of my involvement in this project.
¢ | voluntarily consent to take part in this research project.

o |have had an opportunity to ask questions and | am satisfied with the answers | have received.

¢ lunderstand that this project has been approved by The Royal Children’s Hospital Melbourne
Human Research Ethics Committee and will be carried out in line with the National Statement on
Ethical Conduct in Human Research (2007) — including all updates.

o lunderstand | will receive a copy of this Information Statement and Consent Form.

Participant Name Participant Signature Date

Local Government Area Best Contact Number

Information Statement and Consent Form (ImmunisationNurses)
Version 4,17 Nov 2017
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APPENDIX O: PHASE TWO INFORMATION STATEMENT AND
CONSENT FORM FOR SCHOOL IMMUNISATION COORDINATORS
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Information statement and consent form Melbourne
HREC Project Number: HREC 37280A
Research Project Title: Immunisation of young people with disabilities in specialist school

settings in Victoria, Australia: Phase 2

Principal Researcher: Ms Jenny O’Neill

Clinical Nurse Consultant, Neurodevelopment and Disability,
The Royal Children’s Hospital

PhD Candidate, Department of Paediatrics, The University of

Melbourne

Version Number: 6 Version 03.04.2018
Date:

Thank you for taking the time to read this Participant Information Statement and Consent Form.
We would like to invite you to participate in a research project that is explained below.

This document is 8 pages long. Please make sure you have all the pages.

What is an Information Statement?

These pages tell you about the research project. It explains to you clearly and openly all the steps
and procedures of the project. The information is to help you to decide whether or not you agree to

taking part in the research. Please read this Information Statement carefully.

Before you decide to take part or not, you can ask us any questions you have about the project. You
may want to talk about the project with your colleagues.

Important things you need to know

Murdoch
Childrens
Research
Institute
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e Itis your choice whether or not you take part in the research. You do not have to agree if you do
not want to

o If you decide you do not want to take part, it will not affect any relationship you may have with
The Royal Children’s Hospital

If you would like to take part in the research project, please sign the consent form at the end of this
information statement. By signing the consent form you are telling us that you:

¢ understand what you have read
o had a chance to ask questions and received satisfactory answers
e consent to taking partin the project.

Information Statement and Consent Form (Schools)
Version 6, 3 April 2018
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1. What is the research project about?

The School Immunisation Program is part of the scheduled vaccinations in Australia. Young people
aged 12 to 13 years are offered the Diphtheria/Tetanus/Pertussis (DTP) vaccine, and the Human
Papillomavirus (HPV) through this program. Vaccinations are given in schools by immunisation nurses
from the council. Vaccinations are offered for young people who are 12 to 13 years old, or in Year 7
with high rates of young people in mainstream schools being vaccinated.

However, there is very little information worldwide about vaccination in young people with
disabilities. Some studies show that vaccination rates are lower in young people with disabilities than
for young people in mainstream schools. No studies have examined the reasons why this might be.
This research aims to understand the experiences of, concerns with, barriers and facilitators of
acceptance and delivery of immunisations given in early adolescence for young people with
disabilities in specialist schools. The information we collect from this research will help to ensure that
young people with disabilities are able to have the same access to vaccines, and to improve
immunisation experiences and outcomes.

This information statement applies to the second phase of this research. The first phase involved
collecting information about the vaccination rates of young people who attend specialist schools in
Victoria in 2017. The second phase will interview young people with disabilities, parents, teachers
and immunisation nurses, managers and policy makers about their thoughts and experiences of the
immunisation program in specialist schools. In addition, the Principal Investigator will observe
immunisation sessions in specialist schools. This information and consent refers only to the
interview/focus groups aspect of participation.

2. Who is funding this research project?

This project is being undertaken as part of a PhD study by the principal investigator, Jenny O’Neill.
The Principal Investigator (P1) is a Clinical Nurse Consultant in Neurodevelopment and Disability at
The Royal Children’s Hospital. She is supported by a Research and Training Stipend from the
University of Melbourne and a top-up scholarship from the Developmental Disability and
Rehabilitation Research Group Gallie Trust, The Murdoch Childrens Research Institute. In addition,
the Pl has received a grant from the Department of Health and Human Services Immunisation
Department to assist with any costs of data collection and analysis.

Information Statement and Consent Form (Schools) 3
Version 6, 3 April 2018
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3. Why am | being asked to take part?

We are asking you to take part as an immunisation co-ordinator in a specialist school in Victoria that
enrols children with physical and/or intellectual disabilities.

We have Approval from the Department of Education and Training to approach eligible
schools to take part.

4. What do | need to do in this research project?

a. Return the signed consent form

If you would like to take part in this research, you need to discuss this with the principal of your
school. We ask that they also sign this consent form to ensure we know they have read this
Information Statement and are agreeable to you taking part in your role as immunisation
coordinator for your school.

You then need to please scan and email the signed consent to the Principal Investigator Jenny
O’Neill at immunisation.research@rch.org.au . We will contact you to organise a mutually
agreeable time and location to undertake an interview. Most commonly interviews will be
conducted at your workplace within your work hours. It is expected that the interview will last 30
to 45 mins.

b} Take part in an interview

You will be asked questions in the interview about your role in the school immunisation program
in specialist schools. The main focus of the interview will be your perception of the experiences,
challenges and barriers to immunising young people with disabilities in the specialist school
setting. Your interview will be recorded so that we can transcribe what is said and find common
themes. You will be given another name, or an alias, and will not be identifiable in transcriptions
or any published results from this research.

c) Assist with advertising the study to potential parent and young person participants

In addition to taking partin an interview, we are requesting the assistance of your school in
advertising the study to potential parents and young person participants, by placing the

Information Statement and Consent Form (Schools) 4
Version 6, 3 April 2018
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advertisement attached in your school newsletter. Interested families can then contact the
research team directly by email or phone number provided. Interviews with families will take
place outside the school setting. There is place on the consent form to indicate agreement to
place this advertisement in the school newsletter. If your school does not wish to place the
attached advertisement in the school newsletter you can still participate in the interview.

5. Can | withdraw from the project?

If you give your consent to participate, and change your mind, you can withdraw from the project.
You do not need to tell us the reason why you want to stop being in the project. If you leave the
project we will use any information already collected unless you tell us not to

6. What are the possible benefits for me and other people in the future?

There will no direct immediate benefits from this research project for you. We hope that the findings
from this PhD study will inform policy decisions and interventions. This may make it easier for young
people undergoing immunisations in specialist school settings in the future. Depending on the
findings, this may include, but is not limited to:
e implementing improved systems for tracking immunisation in young people with disabilities;
¢ developing specific information and education about immunisation for families of young
people with disabilities;
e investigating alternative methods of immunising young people with disabilities who may be
anxious and difficult to immunise in school settings; and
e improving communication with health care providers about immunisations in young people
with disabilities

7. What are the possible risks, side-effects, discomforts and/or inconveniences?

There are no known risks, side-effects or discomforts expected by taking part in this research project.
Inconveniences include the time and effort it will take for you to participate in the interview. The
interview is expected to take 30 to 45 minutes.

8. What will be done to make sure my information is confidential?

You will be allocated an alternative name, or alias. Any data published or presented will refer to you
by this alias. No information will be recorded which can identify you, or any student or school you

Information Statement and Consent Form (Schools) 5
Version 6, 3 April 2018
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refer to. The study team and Ethics Department at the Royal Children’s Hospital will be the only
personnel to have access to the complete data set. Interview recordings will be transcribed and then
the voice recordings will be destroyed. This data will be stored electronically, and password
protected. Any hard copy data will be stored in a locked cabinet at the Royal Children’s Hospital. This
data will be kept for seven years after study completion then securely destroyed. The results from
this research will form part of a PhD thesis and may also be presented at conferences or printed in
article format for peer reviewed journals.

9. Willl be informed of the results when the research project is finished?

At the conclusion of the study, a letter will be sent by email to each of the participants outlining
the overall findings from the study.

10. Who should | contact for more information?

If you would like more information about the project or if you need to speak to a member of the
research team in an emergency please contact:

Name: Ms Jenny O’Neill
Contact telephone: 0410 557 898

Email: Immunisation.research@rch.org.au

If you have any concerns and/or complaints about the project, the way it is being conducted or your rights as
a research participant, and would like to speak to someone independent of the project, please contact:
Director, Research Ethics & Governance, The Royal Children’s Hospital Melbourne

Information Statement and Consent Form (Schools)
Version 6, 3 April 2018
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CONSENT FORM

HREC Project Number: HREC 37280A

Research Project Title: Immunisation of young people with disabilities in specialist
school settings in Victoria, Australia: Phase 2

Version Number: 6 Version Date: 3 April 2018

o |have read the information statement version listed above and | understand its contents.

o |believe | understand the purpose, extent and possible risks of my involvement in this project.
¢ |voluntarily consent to take part in this research project.

o |'have had an opportunity to ask questions and | am satisfied with the answers | have received.

¢ lunderstand that this project has been approved by The Royal Children’s Hospital Melbourne
Human Research Ethics Committee and will be carried out in line with the National Statement on
Ethical Conduct in Human Research (2007) —including all updates.

e lunderstand | will receive a copy of this Information Statement and Consent Form.

Participant Name Participant Signature Date

Principal Name Principal Signature Date

|:| The school agrees to place the attached advertisement for parent/ young person recruitment in
the school newsletter

Information Statement and Consent Form (Schools) 7
Version 6, 3 April 2018
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APPENDIX P: PHASE TWO INFORMATION STATEMENT AND
CONSENT FORM FOR POLICY PARTICIPANTS

\\‘ i

>0
\
The Royal
Children’s
H Hospital

Information statement and consent form Melbourne
HREC Project Number: HREC 37280A
Research Project Title: Immunisation of young people with disabilities in specialist school

settings in Victoria, Australia: Phase 2

Principal Researcher: Ms Jenny O’Neill

Clinical Nurse Consultant, Neurodevelopment and Disability,
The Royal Children’s Hospital

PhD Candidate, Department of Paediatrics, The University of

Melbourne

Version Number: 4 Version 17/11/2017
Date:

Thank you for taking the time to read this Participant Information Statement and Consent Form.
We would like to invite you to participate in a research project that is explained below.

This document is 7 pages long. Please make sure you have all the pages.

What is an Information Statement?

These pages tell you about the research project. It explains to you clearly and openly all the steps
and procedures of the project. The information is to help you to decide whether or not you agree to

taking part in the research. Please read this Information Statement carefully.

Before you decide to take part or not, you can ask us any questions you have about the project. You
may want to talk about the project with your colleagues.

Important things you need to know

The Children’s I,
Murdoch

Excellencein 3 Childrens

clinical care, TheRoyal et m ;
researchand e MELBOURNE
education Melbourne

372



Appendix P

o Itis your choice whether or not you take part in the research. You do not have to agree if you do
not want to

o If you decide you do not want to take part, it will not affect any relationship you may have with
The Royal Children’s Hospital

If you would like to take part in the research project, please sign the consent form at the end of this
information statement. By signing the consent form you are telling us that you:

¢ understand what you have read
¢ had a chance to ask questions and received satisfactory answers

¢ consent to taking part in the project.

Information Statement and Consent Form (Policy) 2
Version 4,17 Nov 2017
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1. What is the research project about?

The School Immunisation Program is part of the scheduled vaccinations in Australia. Young people
aged 12 to 13 years are offered the Diphtheria/Tetanus/Pertussis (DTP) vaccine, and the Human
Papillomavirus (HPV) through this program. Vaccinations are given in schools by immunisation nurses
from the council. Vaccinations are offered for young people who are 12 to 13 years old, or in Year 7
with high rates of young people in mainstream schools being vaccinated.

However, there is very little information worldwide about vaccination in young people with
disabilities. Some studies show that vaccination rates are lower in young people with disabilities than
for young people in mainstream schools. No studies have examined the reasons why this might be.
This research aims to understand the experiences of, concerns with, barriers and facilitators of
acceptance and delivery of immunisations given in early adolescence for young people with
disabilities in specialist schools. The information we collect from this research will help to ensure that
young people with disabilities are able to have the same access to vaccines, and to improve
immunisation experiences and outcomes.

This information statement applies to the second phase of this research. The first phase involved
collecting information about the vaccination rates of young people who attend specialist schools in
Victoria. The second phase will interview young people with disabilities, parents, teachers and
immunisation nurses, managers and policy makers about their thoughts and experiences of the
immunisation program in specialist schools.

2. Who is funding this research project?

This project is being undertaken as part of a PhD study by the principal investigator, Jenny O’Neill.
The Principal Investigator (P} is a Clinical Nurse Consultant in Neurodevelopment and Disability at
The Royal Children’s Hospital. She is supported by a Research and Training Stipend from the
University of Melbourne and a top-up scholarship from the Developmental Disability and
Rehabilitation Research Group Gallie Trust, The Murdoch Childrens Research Institute. In addition,
the Pl has received a grant from the Department of Health and Human Services Immunisation
Department to assist with any costs of data collection and analysis.

Information Statement and Consent Form (Policy) 3
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3. Why am | being asked to take part?

We are asking you to take part as you have been identified as having a key role in the school
immunisation program at the policy level. This has been identified in Phase 1 of this study.

4. What do | need to do in this research project?

a. Return the signed consent form

If you want to take part in this research please scan and email the signed consent to the
Principal Investigator Jenny O’'Neill at immunisation.research@rch.org.au . We will contact you to
organise a mutually agreeable time and location to undertake an interview. Most commonly
interviews will be conducted at your workplace within your work hours. It is expected that the
interview will last 30 minutes.

b) Take part in an interview

You will be asked questions in the interview about your role in the school immunisation program
in specialist schools. You will also be asked about your perception of the experiences, challenges
and barriers to immunising young people with disabilities in the specialist school setting. Your
interview will be recorded so that we can transcribe what is said and find common themes. You
will be given another name, or an alias, and will not be identifiable in transcriptions or any
published results from this research.

5. Can | withdraw from the project?
If you give your consent to participate, and change your mind, you can withdraw from the project.
You do not need to tell us the reason why you want to stop being in the project. If you leave the
project we will use any information already collected unless you tell us not to

6. What are the possible benefits for me and other people in the future?

There will no direct immediate benefits from this research project for you. We hope that the findings
from this PhD study will inform policy decisions and interventions. This may make it easier for young

Information Statement and Consent Form (Policy) 4
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people undergoing immunisations in specialist school settings in the future. Depending on the
findings, this may include, but is not limited to:
o implementing improved systems for tracking immunisation in young people with disabilities;
o developing specific information and education about immunisation for families of young
people with disabilities;
e investigating alternative methods of immunising young people with disabilities may be
anxious and difficult to immunise in school settings; and
e improving communication with health care providers about immunisations in young people
with disabilities

7. What are the possible risks, side-effects, discomforts and/or inconveniences?

There are no known risks, side-effects or discomforts expected by taking part in this research project.
Inconveniences include the time and effort it will take for you to participate in the interview. The
interview is expected to take 30 minutes.

8. What will be done to make sure my information is confidential?

You will be allocated an alternative name, or alias. Any data published or presented will refer to you
by this alias. No information will be recorded which can identify you, or any student or school you
refer to. The study team and Ethics Department at the Royal Children’s Hospital will be the only
personnel to have access to the complete data set. Interviews will be transcribed then the voice
recordings will be destroyed. This data will be stored electronically and password protected. Any hard
copy data will be stored in a locked cabinet at the Royal Children’s Hospital. This data will be kept for
seven years after study completion then securely destroyed. The results from this research will form
part of a PhD thesis and may also be presented at conferences or printed in article format for peer
reviewed journals.

9. Will I be informed of the results when the research project is finished?

At the conclusion of the study, a letter will be sent by email to each of the participants outlining
the overall findings from the study.

10. Who should I contact for more information?

Information Statement and Consent Form (Policy) 5
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If you would like more information about the project or if you need to speak to a member of the
research team in an emergency please contact:

Name: Ms Jenny O’Neill
Contact telephone: 0410557 898

Email: Immunisation.research@rch.org.au

If you have any concerns and/or complaints about the project, the way it is being conducted or your
rights as a research participant, and would like to speak to someone independent of the project,
please contact: Director, Research Ethics & Governance, The Royal Children’s Hospital Melbourne on
telephone: (03) 9345 5044.

Information Statement and Consent Form (Policy) 6
Version 4,17 Nov 2017

377



Appendix P

CONSENT FORM

HREC Project Number: HREC 37280A

Research Project Title: Immunisation of young people with disabilities in specialist
school settings in Victoria, Australia: Phase 2

Version Number: 3 Version Date: 30 October 2017

o | have read the information statement version listed above and | understand its contents.

¢ |believe | understand the purpose, extent and possible risks of my involvement in this project.
¢ | voluntarily consent to take part in this research project.

o |have had an opportunity to ask questions and | am satisfied with the answers | have received.

¢ lunderstand that this project has been approved by The Royal Children’s Hospital Melbourne
Human Research Ethics Committee and will be carried out in line with the National Statement on
Ethical Conduct in Human Research (2007) —including all updates.

o lunderstand | will receive a copy of this Information Statement and Consent Form.

Participant Name Participant Signature Date

Information Statement and Consent Form (Policy)
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APPENDIX Q: SCHOOL NEWSLETTER ADVERTISEMENT

The Royal
Children’s
Hospital
Melbourne

Are you the parent/ carer of an adolescent aged
12 to 18 with a disability who was offered
immunisations at a specialist school in Victoria in
the last 12 months?

If yes, we would like to hear from you and your child about their
experience. Your views will assist us to better understand and
improve the immunisation experience of young people with
disabilities, and may help us inform state-wide immunisation policy.

Participation in the research study would involve an interview about your experience and
perceptions of the immunisation process and the vaccines offered to your child through
the school immunisation program. This would take 30 to 45 minutes at a time and location
convenient to you.

We would also be interested in talking to your child about their immunisation experience.
This would take between 5 and 20 minutes and can be conducted at the same time as
your interview with you in attendance.

You can participate whether or not your child received their adolescent immunisations.

This is independent non-government commissioned research led by a Nurse Consultant in
Developmental Disabilities at The Royal Children’s Hospital, who is undertaking a PhD at
The University of Melbourne.

For more information please contact:
Jenny O'Neill
Ph: 0410557898
Email: immunisation.research@rch.org.au
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APPENDIX R: RECRUITMENT LETTER FOR PARENTS

The Royal
Children’s
Hospital
Melbourne

Dear Parent/ Carer,

You are receiving this letter as you have a child in a specialist school who has been offered or
given the secondary school vaccinations recently. We are conducting some research about
immunisation in specialist schools and are very keen to hear from parents and the young people.

Your views are vital in assisting us to better understand and improve the immunisation
experience of young people with disabilities, and may help us inform state-wide
immunisation policy.

Participation in the research study would involve an interview about your experience and
perceptions of the immunisation process and the vaccines offered to your child through the
school immunisation program. This would take 30 to 45 minutes at a time and location
convenient to you.

We would also be interested in talking to your child about their immunisation experience, if
appropriate. This would take between 5 and 20 minutes and can be conducted at the same
time as your interview, with you in attendance.

You can participate whether or not your child received their adolescent immunisations.

This is independent non-government commissioned research led by a Nurse Consultant in
Developmental Disabilities at The Royal Children’s Hospital, who is undertaking a PhD at
The University of Melbourne.

For more information please contact:
Jenny O’Neill

Ph: 0410557898

Email: immunisation.research@rch.org.au
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APPENDIX S: PHASE TWO INFORMATION STATEMENT AND
CONSENT FORM FOR PARENTS AND YOUNG PEOPLE

\\‘ 7

>0
)
The Royal
Children’s
o Hospital

Information statement and consent form Melbourne
HREC Project Number: HREC 37280A
Research Project Title: Immunisation of young people with disabilities in specialist school

settings in Victoria, Australia: Phase 2

Principal Researcher: Ms Jenny O’Neill

Clinical Nurse Consultant, Neurodevelopment and Disability,
The Royal Children’s Hospital

PhD Candidate, Department of Paediatrics, The University of
Melbourne

Version Number: 4 Version 17/11/2017
Date:

Thank you for taking the time to read this Participant Information Statement and Consent Form.
We would like to invite you to participate in a research project that is explained below.

This document is 8 pages long. Please make sure you have all the pages.

What is an Information Statement?

These pages tell you about the research project. It explains to you clearly and openly all the steps
and procedures of the project. The information is to help you to decide whether or not you agree to

taking part in the research. Please read this Information Statement carefully.

Before you decide to take part or not, you can ask us any questions you have about the project. You
may want to talk about the project with your colleagues.

Important things you need to know

« Itis your choice whether or not you take part in the research. You do not have to agree if you do

Murdoch
Childrens
Research
Institute

MELBOURNE
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not want to

o If you decide you do not want to take part, it will not affect any relationship you or your child may
have with The Royal Children’s Hospital

If you would like to take part in the research project, please sign the consent form at the end of this
information statement. By signing the consent form you are telling us that you:

e understand what you have read
o had a chance to ask questions and received satisfactory answers

e consent to taking part in the project.

Information Statement and Consent Form (Family) 2
Version 4, 17 Nov 2017
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1. What is the research project about?

The School Immunisation Program is part of the scheduled vaccinations in Australia. Young people
are offered the Diphtheria/Tetanus/Pertussis (DTP) vaccine, Human Papillomavirus (HPV) vaccine,
and Meningococcal ACWY through this program. Vaccinations are given in schools by immunisation
nurses from the council. Vaccinations are offered for young people who are 12 to 13 years old, or in
Year 7 (DTP and HPV) and 15 to 16 years old, or in Year 10 (Men ACWY) with high rates of young
people in mainstream schools being vaccinated.

However, there is very little information worldwide about vaccination in young people with
disabilities. Some studies show that vaccination rates are lower in young people with disabilities than
for young people in mainstream schools. No studies have examined the reasons why this might be.
This research aims to understand the experiences of, concerns with, barriers and facilitators of
acceptance and delivery of immunisations given in early adolescence for young people with
disabilities in specialist schools. The information we collect from this research will help to ensure that
young people with disabilities are able to have the same access to vaccines, and to improve
immunisation experiences and outcomes.

This information statement applies to the second phase of this research. The first phase involved
collecting information about the vaccination rates of young people who attend specialist schools in
Victoria. The second phase will interview young people with disabilities, parents, teachers and
immunisation nurses, managers and policy makers about their thoughts and experiences of the
immunisation program in specialist schools.

2. Who is funding this research project?

This project is being undertaken as part of a PhD study by the principal investigator, Jenny O’Neill.
The Principal Investigator (Pl) is a Clinical Nurse Consultant in Neurodevelopment and Disability at
The Royal Children’s Hospital. She is supported by a Research and Training Stipend from the
University of Melbourne and a top-up scholarship from the Developmental Disability and
Rehabilitation Research Group Gallie Trust, The Murdoch Childrens Research Institute. In addition,
the Pl has received a grant from the Department of Health and Human Services Immunisation
Department to assist with any costs of data collection and analysis.

Information Statement and Consent Form (Family) 3
Version 4,17 Nov 2017
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3. Why am | being asked to take part?

We are asking you to take part in this research as a parent/carer of a young person with a
disability. You are able to take part because your child is under 18 years old and attending a
specialist school in Victoria. Your child was eligible to receive the vaccinations through the School
Immunisation Program within the last 12 months. You are able to take part in this research
whether or not your child received the scheduled vaccinations.

We are also inviting your child to take part. To take part, your child must be verbal. Your child
is able to take part whether or not they have received the scheduled vaccinations. If your child is
non-verbal or does not wish to take part, you can still participate in an interview or focus group.

4. What do | need to do in this research project?

a. Return the signed consent form

If you, and/or your child would like to take part in this research please sign and post, or scan
and email the consent to the Principal Investigator Jenny O’Neill at
immunisation.research@rch.org.au or Nursing Research, The Royal Children’s Hospital,
Flemington Rd, Parkville. We will contact you to organise a date, time and location to speak to
you and/or your child.

b} Take part in an interview

You can choose whether to take part a focus group with other parents or a private interview.
The focus group will take place at The Royal Children’s Hospital at a set time. The interview will
take place at the family home, or it can be arranged at another location that suits you, or via
phone. It is expected that the focus group will last up to 60 minutes and an interview will last 30
to 45 minutes.

Your child can take partin an interview after we speak with you. You can remain with your
child when we interview them. We expect this to take between five and 20 minutes.

¢} What we will ask you and your child

Information Statement and Consent Form (Family) 4
Version 4, 17 Nov 2017
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We will ask you about your view of the immunisation experience of your child. We will also ask
you about your view of the challenges and barriers to immunising young people with disabilities
in the specialist school setting. Your focus group or interview will be recorded so that we can
transcribe what is said and find common themes. You will be given another name, or an alias, and
you, your child and their school will not be identifiable in transcriptions or any published results
from this research.

We will ask your child about how what they understand about immunisations, how they feel
about immunisations at school and if there is anything they would like done differently on
immunisation day. Their interview will be recorded so that we can transcribe what is said and find
common themes. They will be given another name, or an alias, and you, your child and their
school will not be identifiable in transcriptions or any published results from this research.

5. Can | withdraw from the project?

If you give your consent to participate, or for your child to participate, and change your mind, you can
withdraw from the project or withdraw your child from the project. You do not need to tell us the
reason why you or your child want to stop being in the project. If you or your child withdraw from the
project it will not affect any care or treatment your child may receive at The Royal Children’s
Hospital. If you or your child leave the project we will use any information already collected unless
you tell us not to.

6. What are the possible benefits for me and other people in the future?

There will no direct immediate benefits from this research project for you. We hope that the findings
from this PhD study will inform policy decisions and interventions. This may make it easier for young
people undergoing immunisations in specialist school settings in the future. Depending on the
findings, this may include, but is not limited to:
¢ implementing improved systems for tracking immunisation in young people with disabilities;
o developing specific information and education about immunisation for families of young
people with disabilities;
o investigating alternative methods of immunising young people with disabilities who may be
anxious and difficult to immunise in school settings; and
e improving communication with health care providers about immunisations in young people
with disabilities

Information Statement and Consent Form (Family) 5
Version 4,17 Nov 2017
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7. What are the possible risks, side-effects, discomforts and/or inconveniences?

There are no known side-effects expected by taking part in this research project. You or your child
may experience some emotional distress if your child has had difficult immunisations. If this occurs
you or your child will be offered support after the focus group or interview and if required, referral to
support services. You may question your choices regarding immunisations for your child as a result of
discussing this in a focus group or interview. If this occurs you will be given the contact details of the
immunsiaton service at The Royal Children’s Hospital who can discuss this further with you.
Inconveniences include the time and effort it will take for you to participate in the focus group or
interview.

8. What will be done to make sure my information is confidential?

You and your child will be allocated an alternative name, or alias. Any data published or presented
will refer to you and your child by this alias. No information will be recorded which can identify you,
or your child. The study team and Ethics Department at the Royal Children’s Hospital will be the only
personnel to have access to the complete data set. Interviews and focus group recordings will be
transcribed and then the voice recordings will be destroyed. The transcriptions will be stored
electronically and password protected. Any hard copy data will be stored in a locked cabinet at the
Royal Children’s Hospital. This data will be kept for seven years after study completion then securely
destroyed. The results from this research will form part of a PhD thesis and may also be presented at
conferences or printed in article format for peer reviewed journals.

9. Will 1 be informed of the results when the research project is finished?

At the conclusion of the study, a letter will be sent by email to each of the participants outlining
the overall findings from the study.

10. Who should I contact for more information?

If you would like more information about the project or if you need to speak to a member of the
research team in an emergency please contact:

Information Statement and Consent Form (Family) 6
Version 4, 17 Nov 2017
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Name: Ms Jenny O’Neill
Contact telephone: 0410557 898

Email: Immunisation.research@rch.org.au

If you have any concerns and/or complaints about the project, the way it is being conducted or your rights as
a research participant, and would like to speak to someone independent of the project, please contact:
Director, Research Ethics & Governance, The Royal Children’s Hospital Melbourne on telephone: (03) 9345
5044.

Information Statement and Consent Form (Family) 7
Version 4,17 Nov 2017
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CONSENT FORM

HREC Project Number: HREC 37280A

Research Project Title: Immunisation of young people with disabilities in specialist
school settings in Victoria, Australia: Phase 2

Version Number: 4 Version Date: 30 October 2017

| have read the information statement version listed above and | understand its contents.

| believe | understand the purpose, extent and possible risks of my and/or my child’s involvement
in this project.

o | voluntarily consent for myself and/or my child to take part in this research project.

o lunderstand that interviews with myself and/or my child will be audio-recorded.

o |have had an opportunity to ask questions and | am satisfied with the answers | have received.

o lunderstand that this project has been approved by The Royal Children’s Hospital Melbourne
Human Research Ethics Committee and will be carried out in line with the National Statement on
Ethical Conduct in Human Research (2007) — including all updates.

e |understand | will receive a copy of this Information Statement and Consent Form.

|:| | consent to taking part in this research

|:| | consent to my child taking part in this research

Parent/Carer Name Parent/Carer Signature Date
Information Statement and Consent Form (Family) 8
Version 4,17 Nov 2017
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APPENDIX T: INTERVIEW QUESTIONS GUIDE AND EXAMPLE OF
REVISED QUESTIONS

Immunisation of young people with disabilities in specialist school settings in Victoria,
Australia: Phase 2

Interview/Focus Group question guide

Policy:

DHHS Immunisation and DET: Key informant interviews

1. Tell me about your role in the School Immunisation Program.

2. What policies and guidelines govern immunisation in specialist school settings?

4. In your opinion what are the main issues or barriers to immunisation in specialist school
settings for your people with disabilities?

5. What might improve the immunisation experience for staff and students in specialist
schools?

6. How do you define the success of the school immunisation program?
Local government Areas:

Immunisation Managers: Key informant interviews

1. Tell me about your role in the School Immunisation Program?

2. How is your role different with regards to specialist schools as compared to mainstream
schools?

3. In your opinion what are the main issues or barriers to immunisation in specialist school
settings for young people with disabilities?

4. What might improve the immunisation experience for staff and students in specialist
schools?

5. How do you define the success of an immunisation day in a school? Is this different for
specialist schools?

Immunisation nurses: Focus Groups
1. Tell me about your roles in the School Immunisation Program?
2. How is your role different in specialist schools as compared to mainstream schools? Can

you describe what happens on an immunisation day at a specialist school?

Appendix A: Interview and focus group guides I

Protocol Number: 37280A
Version & date: version 1, dated 25 Sept 2017
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3. In your opinion what are the main issues or barriers to immunisation in specialist school
settings for young people with disabilities?

4. What might improve the immunisation experience for staff and students in specialist
schools?

5. How do you define the success of an immunisation day in a school? Is this different for
specialist schools?

Schools:
Immunisation Co-ordinator: Key informant interviews

1. Tell me about your role in the School Immunisation Program?

2. How do you prepare students for Immunisation day? What information or education do
they receive?

3. Can you describe what happens on Immunisation day?

4. In your opinion what are the main issues or barriers to immunisation in specialist school
settings for young people with disabilities?

5. What might improve the immunisation experience for staff and students in specialist
schools?

Families:
Parent/Carer: Interviews

1. If your child received immunisations in the last year, how do you think the immunisation
experience was for your child? Was there anything that could have been done to improve

this experience?

2. How do you feel about immunisations being given at school rather than the doctor or a
community setting?

3. How did you make the decision whether or not to consent to your child having their
adolescent immunisations?

4. What information did you receive about the adolescent immunisations? Who was this
from?

5. Did you feel the information you received was relevant and appropriate?
6. Did you seek out other information about immunisations?

7. Did you have any unanswered questions or concerns about the immunisations?

Appendix A: Interview and focus group guides Z
Protocol Number: 37280A
Version & date: version 1, dated 25 Sept 2017
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8. How did you prepare your child for immunisations?

9. In your opinion what are the main issues or barriers to immunisation in specialist school
settings for young people with disabilities?

Individual:
Young person interviews

1. Can you tell me about immunisations/needles? Do you know what they are for?
2. Do you remember having the needles at school? Can you tell me about that?

3. Is there anything you wish was better about the immunisations at school?

-_—— e
Appendix A: Interview and focus group guides 3

Protocol Number: 37280A
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Appendix 1:
Immunisation of young people with disabilities in specialist school settings in Victoria,
Australia: Phase 2

Interview/Focus Group questions

Policy:
DHHS Immunisation and DET: Key informant interviews

1. Tell me about your role in the School Immunisation Program.
Imps data
Other ways of collecting data
Importance of data
Where does data go
Why is interaction with DET and schools
How do you support schools
Any difference for special schools

2. What policies and guidelines do you refer to with respect to your role?
3. Are there changes to policies that you think are necessary in the way data is
collected and reported?

4. I'd like to know a bit about your opinion of immunisations in specialist schools, is
there any barriers you can see from your perspective?

What is the role of your department in that?

5. How do you define the success of the an immunisation program?
6. Are there other people | should talk to

Local government Areas:

ALL:

1. Tell me about your role in the School Immunisation Program.
Relationships with schools?
Relationships with state government?

2. How is your role different with regards to specialist schools as compared to
mainstream schools?
Follow up of families?

Appendix A: Interview and focus group guides T
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3. Can you describe what happens on an immunisation day at a specialist school?
4. Are there aspects of immunising in a specialist school which you find difficult/
confronting/ unsure of? Do you receive different or extra training in immunisation of young

people with disabilities?

5.1 am interested to hear whether safety is a concern when you immunise in specialist
schools - in regard to unpredictable behaviour from students

6. What is the understanding amongst nurses about procedural holding of young people
with disabilities in the school setting for immunisations? What happens in practice?

7. In your opinion what are the main issues or barriers to immunisation in specialist school
settings for young people with disabilities?

8. How do you define the success of an immunisation day in a school? Is this different for
specialist schools?

Immunisation Managers: Key informant interviews

1. Tell me about your role in the School Immunisation Program?

2. How is your role different with regards to specialist schools as compared to mainstream
schools?

3. How have you supported the vaccination of young people in specialist schools?

4. In your opinion what are the main issues or barriers to immunisation in specialist school
settings for young people with disabilities?

5. What might improve the immunisation experience for staff and students in specialist
schools?

7. How do you define the success of an immunisation day in a school? Is this different
for specialist schools?
Issues safety, constraint, details of students, follow up
Immunisation nurses: Focus Groups
1. Tell me about your roles in the School Immunisation Program?

2. How is your role different in specialist schools as compared to mainstream schools?

3. Can you describe what happens on an immunisation day at a specialist school?

Appendix A: Interview and focus group guides 2
Protocol Number: 37280A
Version & date: version 2, dated 30 Oct 2017
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4. Do you receive different or extra training in immunisation of young people with
disabilities?

5. In your opinion what are the main issues or barriers to immunisation in specialist school
settings for young people with disabilities?

6. What might improve the immunisation experience for staff and students in specialist
schools?

7. How do you define the success of an immunisation day in a school? Is this different for
specialist schools?

Revised
1. Tell me about your role in the School Immunisation Program?

2. How is your role different with regards to specialist schools as compared to mainstream
schools?

3. How have you supported the vaccination of young people in specialist schools?

4. In your opinion what are the main issues or barriers to immunisation in specialist school
settings for young people with disabilities?

5. What might improve the immunisation experience for staff and students in specialist
schools?

1. How do you define the success of an immunisation day in a school? Is this different
for specialist schools?
Issues safety, constraint, details of students, follow up
Immunisation nurses: Focus Groups
1. Tell me about your roles in the School Immunisation Program?
2. How is your role different in specialist schools as compared to mainstream schools?

3. Can you describe what happens on an immunisation day at a specialist school?

4. Do you receive different or extra training in immunisation of young people with
disabilities?

5. In your opinion what are the main issues or barriers to immunisation in specialist school
settings for young people with disabilities?

6. What might improve the immunisation experience for staff and students in specialist
schools?

Appendix A: Interview and focus group guides 3
Protocol Number: 37280A
Version & date: version 2, dated 30 Oct 2017
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7. How do you define the success of an immunisation day in a school? Is this different for
specialist schools?

Schools:
Immunisation Co-ordinator: Key informant interviews
1. Tell me about your role in the School Immunisation Program?

2. How do you prepare students for Immunisation day? What information or education do
they receive?

3. Can you describe what happens on Immunisation day?

4. In your opinion what are the main issues or barriers to immunisation in specialist school
settings for young people with disabilities?

5. What might improve the immunisation experience for staff and students in specialist
schools?

6. How do you define the success of an immunisation day?

Families:
Parent/Carer: Interviews

1. I your child received immunisations in the last year, how do you think the immunisation
experience was for your child? Was there anything that could have been done to improve

this experience?

2. How do you feel about immunisations being given at school rather than the doctor or a
community setting?

3. How did you make the decision whether or not to consent to your child having their
adolescent immunisations?

4. What information did you receive about the adolescent immunisations? Who was this
from?

5. Did you feel the information you received was relevant and appropriate?
6. Did you seek out other information about immunisations?
7. Did you have any unanswered questions or concerns about the immunisations?

8. How did you prepare your child for immunisations?

Appendix A: Interview and focus group guides 4
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9. In your opinion what are the main issues or barriers to immunisation in specialist school
settings for young people with disabilities?

Individual:
Young person interviews

1. Can you tell me about immunisations/needles? Do you know what they are for?
2. Do you remember having the needles at school? Can you tell me about that?

3. Is there anything you wish was better about the immunisations at school?

1
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APPENDIX U: PHASE TWO HREC APPROVAL AND AMENDMENT
APPROVAL

N\
ETHICS APPROVAL & ‘. ”
GOVERNANCE AUTHORISATION
-CFE?IESX:'IS
23 February 2018 I\HAZTE(IE'Ine

Ms J O'Neill
Nursing Research
The Royal Children’s Hospital Melbourne

Dear Ms O'Neill,

Project Title: Immunisation of young people with disabilities in specialist school settings in
Victoria, Australia: Phase 2

RCH HREC Reference Number: 37280B

I am pleased to advise that the below amendment has received ethical approval from The Royal
Children’s Hospital Melbourne Human Research Ethics Committee (HREC).

The HREC confirms that your proposal meets the requirements of the National Statement on Ethical
Conduct in Human Research (2007). This HREC is organised and operates in accordance with the
National Health and Medical Research Council’s (NHRMC) National Statement on Ethical Conduct in
Human Research (2007), and all subsequent updates, and in accordance with the Note for Guidance on
Good Clinical Practice (CPMP/ICH/135/95), the Health Privacy Principles described in the Health
Records Act 2001 (Vic) and Section 95A of the Privacy Act 1988 (and subsequent Guidelines).

The amendment has also received governance authorisation at the Melbourne Children’s Campus
(incorporating The Royal Children’s Hospital, Murdoch Children’s Research Institute and the University
of Melbourne Department of Paediatrics).

HREC Approval Date: 23 February 2018

Participating Sites:
Ethical approval for this project applies at the following sites:

Site Name
¢ Melbourne Children’s Campus (incorporating The Royal Children’s Hospital, Murdoch
Children’s Research Institute and the University of Melbourne Department of
Paediatrics).

Approved Documents:
The following documents have been reviewed and approved:

Document Version Date
Protocol 5.0 21 February 2018

Conditions of Ethics Approval:
e You are required to submit to the HREC:

o An Annual Progress Report (that covers all sites listed on approval) for the duration of the
project. This report is due on the anniversary of HREC approval. Continuation of ethics
approval is contingent on submission of an annual report, due within one month of the
approval anniversary. Failure to comply with this requirement may result in suspension of
the project by the HREC.

o A comprehensive Final Report upon completion of the project.

Page 1 of 2
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¢ Submit to the reviewing HREC for approval any proposed amendments to the project including any
proposed changes to the Protocol, Participant Information and Consent Form/s and the Investigator
Brochure,

« Notify the reviewing HREC of any adverse events that have a material impact on the conduct of the
research in accordance with the NHMRC Position Statement: Monitoring and reporting of safety for
clinical trials involving therapeutic products May 2009.

« Notify the reviewing HREC of your inability to continue as Coordinating Principal Investigator.

¢ Notify the reviewing HREC of the failure to commence the study within 12 months of the HREC
approval date or if a decision is taken to end the study at any of the sites prior to the expected date
of completion.

¢ Notify the reviewing HREC of any matters which may impact the conduct of the project.

o If your project involves radiation, you are legally obliged to conduct your research in accordance
with the Australian Radiation Protection and Nuclear Safety Agency Code of Practice ‘Exposure of
Humans to Ionizing Radiation for Research Purposes’ Radiation Protection series Publication No.8
(May 2005)(ARPANSA Code).

¢ The HREC, authorising institution and/or their delegate/s may conduct an audit of the project at
any time.

Yours sincerely,

e SR

Deeptika Chauhan

Research Ethics and Governance Officer
Research Ethics and Governance

The Royal Children’s Hospital Melbourne
Phone : (03) 9345 5044

Email : rch.ethics@rch.org.au

Web : www.rch.org.au
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S\
ETHICS APPROVAL & P
GOVERNANCE AUTHORISATION
The Royal
Children’s
4 April 2018 Hospital
Melbourne
Ms J O'Neill
Nursing Research
The Royal Children’s Hospital Melbourne
Dear Ms O'Neill,
Project Title: Immunisation of young people with disabilities in specialist school

settings in Victoria, Australia: Phase 2

RCH HREC Reference Number: 37280C

I am pleased to advise that the below amendment has received ethical approval from The Royal
Children’s Hospital Melbourne Human Research Ethics Committee (HREC).

The HREC confirms that your proposal meets the requirements of the National Statement on Ethical
Conduct in Human Research (2007). This HREC is organised and operates in accordance with the
National Health and Medical Research Council’s (NHRMC) National Statement on Ethical Conduct in
Human Research (2007), and all subsequent updates, and in accordance with the Note for Guidance on
Good Clinical Practice (CPMP/ICH/135/95), the Health Privacy Principles described in the Health
Records Act 2001 (Vic) and Section 95A of the Privacy Act 1988 (and subsequent Guidelines).

The amendment has also received governance authorisation at the Melbourne Children’s Campus
(incorporating The Royal Children’s Hospital, Murdoch Children’s Research Institute and the University
of Melbourne Department of Paediatrics).

HREC Approval Date: 4 April 2018

Participating Sites:
Ethical approval for this project applies at the following sites:

Site Name
¢ Melbourne Children’s Campus (incorporating The Royal Children’s Hospital, Murdoch
Children’s Research Institute and the University of Melbourne Department of
Paediatrics).

Approved Documents:
The following documents have been reviewed and approved:

Document Version Date

Protocol 6.0 27 March 2018
Information Statement and Consent (Immunisation 6.0 4 April 2018
Managers)

Information Statement and Consent (Schools) 6.0 3 April 2018
Information Statement and Consent (School observation) | 1.0 27 March 2018
Parent/carer/young person recruitment letter 1 27 March 2018

Conditions of Ethics Approval:
e You are required to submit to the HREC:
¢ An Annual Progress Report (that covers all sites listed on approval) for the duration of the
project. This report is due on the anniversary of HREC approval. Continuation of ethics
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approval is contingent on submission of an annual report, due within one month of the
approval anniversary. Failure to comply with this requirement may result in suspension of
the project by the HREC.

¢ A comprehensive Final Report upon completion of the project.

¢ Submit to the reviewing HREC for approval any proposed amendments to the project including any
proposed changes to the Protocol, Participant Information and Consent Form/s and the Investigator
Brochure.

+ Notify the reviewing HREC of any adverse events that have a material impact on the conduct of the
research in accordance with the NHMRC Position Statement: Monitoring and reporting of safety for
clinical trials involving therapeutic products May 2009.

« Notify the reviewing HREC of your inability to continue as Coordinating Principal Investigator.

¢ Notify the reviewing HREC of the failure to commence the study within 12 months of the HREC
approval date or if a decision is taken to end the study at any of the sites prior to the expected date
of completion.

¢ Notify the reviewing HREC of any matters which may impact the conduct of the project.

« If your project involves radiation, you are legally obliged to conduct your research in accordance
with the Australian Radiation Protection and Nuclear Safety Agency Code of Practice ‘Exposure of
Humans to Ionizing Radiation for Research Purposes’ Radiation Protection series Publication No.8
(May 2005)(ARPANSA Code).

e The HREC, authorising institution and/or their delegate/s may conduct an audit of the project at
any time.

Yours sincerely

y

/:(~ f; :i(rf/‘-d e
Deeptika Chauhan
Research Ethics and Governance Officer
Research Ethics and Governance
The Royal Children’s Hospital Melbourne
Phone : (03) 9345 5044
Email : rch.ethics@rch.org.au
Web : www.rch.org.au
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APPENDIX V: PHASE TWO DET APPROVAL

Department of
Education & Training

2 Treasury Place

East Melbourne Victoria 3002
Telephone: 03 9637 2000
DX210083

2017_003559

Ms Jenny O’Neill
37 Doonkuna Avenue
CAMBERWELL 3146

Dear Ms O’Neill

Thank you for your application of 3 November 2017 in which you request permission to conduct
research in Victorian government schools titled Immunisation of young people with disabilities in
specialist school settings in Victoria, Australia: Phase 2.

I am pleased to advise that on the basis of the information you have provided your research proposal
is approved in principle subject to the conditions detailed below.

1. Department approved research projects currently undergoing a Human Research Ethics
Committee (HREC) review are required to provide the Department with evidence of the HREC
approval once complete.

2. The research is conducted in accordance with the final documentation you provided to the
Department of Education and Training.

3. Separate approval for the research needs to be sought from school principals. This is to be
supported by the Department of Education and Training approved documentation and, if
applicable, the letter of approval from a relevant and formally constituted Human Research
Ethics Committee.

4. The project is commenced within 12 months of this approval letter and any extensions or
variations to your study, including those requested by an ethics committee must be submitted to
the Department of Education and Training for its consideration before you proceed.

5. As a matter of courtesy, you advise the relevant Regional Director of the schools or governing
body of the early childhood settings that you intend to approach. An outline of your research and
a copy of this letter should be provided to the Regional Director or governing body.

6. Youacknowledge the support of the Department of Education Training in any publications arising
from the research.

Your details will be dealt with in accordance with the Public Records Act 1973 and the Privacy and Data Protection Act 2014. Should you have any o R I A
queries or wish to gain access to your personal information held by this depariment please contact our Privacy Officer at the above address,
State
Government
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7. The Research Agreement conditions, which include the reporting requirements at the conclusion
of your study, are upheld. A reminder will be sent for reports not submitted by the study’s
indicative completion date.

I wish you welt with your research. Should you have further questions on this matter, please contact
Youla Michaels, Project Support Officer, Insights and Evidence Branch, by telephone on
(03) 7022 0306 or by email at michaels.youla.y@edumail.vic.gov.au. )

Yours sincerely

Fayyaz Khan

Senior Manager
Insights and Evidence

17/12/2017

ORIA

State
Government
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APPENDIX W: PHASE TWO HREC AMENDMENT AND APPROVAL
TO APPROACH FAMILIES

PROTOCOL

Immunisation of young people with
disabilities in specialist school settings in
Victoria, Australia: Phase 2
Protocol Number (if applicable): 37280C

Version: 7
Date: 13/03/2019

Author/s:
Ms Jenny O’Neill

Dr Margie Danchin
Dr Giuliana Antolovich
Ms Sally Lima

Prof Fiona Newall

CONFIDENTIAL
This document is confidential and the property of The Royal Children’s Hospital. No part of it may
be transmitted, reproduced, published, or used without prior written authorization from the
institution.

Statement of Compliance

This document is a protocol for a research project. This study will be conducted in compliance
with all stipulation of this protocol, the conditions of the ethics committee approval, the NHMRC
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1. GLOSSARY OF ABBREVIATIONS & TERMS

Abbreviation Description (using lay language)

DHHS Department of Health and Human Services
DET Department of Education and Training

PI Principal Investigator

LGAs Local Government Areas

NIP National Immunisation Program

DTP Diptheria-tetanus-pertussis

HPV Human Papillomavirus

2. STUDY SITES

2.1 STUDY LOCATION/S
While ethics approval is only required from the single site at The Royal Children’s Hospital, interviews
and/or focus groups will be held in a variety of locations with:

1. Up to 4 individuals working in the Department of Health and Human Services (DHHS) Immunisation
Department, Victoria.

2. One individual from the Department of Education and Training (DET), Victoria.

3. Four to six Immunisation managers in Local Government Areas (LGAs) in Victoria and four to six
groups of up to 8 immunisation nurses from LGAs in Victoria

4. Immunisation Coordinators of up to 10 public specialist schools in Victoria who enroll students with
physical and/or intellectual disabilities

5. Up to 10 parents/carers of young people with physical and/or intellectual disabilities
6. Up to 10 young people with physical and/or intellectual disabilities

Therefore, locations of data collection may include state and local government offices, schools and
family homes.

3. FUNDING AND RESOURCES

3.1  SOURCE/S OF FUNDING

e
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The Principal Investigator (PI) is supported by a Research and Training Stipend from the University
of Melbourne and a top-up scholarship from the Developmental Disability and Rehabilitation
Research Group Gallie Trust, The Murdoch Childrens Research Institute. In addition, the Pl has
received a grant from DHHS Immunisation Victoria to assist with any costs of data collection and
analysis.

4. INTRODUCTION/BACKGROUND INFORMATION

4.1 LAY SUMMARY
Victoria has a program of scheduled vaccinations, which are included in the National Immunisation
Program (NIP) schedule and are paid for by the Australian government. Included in the NIP schedule
is the school-based immunisation program, which offers all young people aged 12 to 13 years:

o the Diphtheria/tetanus/pertussis (DTP) vaccine;

o the varicella (chickenpox) vaccine if they have not already received one dose (<= 14 years old)
or have a clear history of prior varicella infection; and

¢ the Human Papillomavirus (HPV) vaccine, which is currently given as three doses within 6
months.

In Victoria these vaccinations are given in Year 7, administered in schools by immunisation nurses
arranged by the Local Government Areas (LGAs).

This school-based immunisation program is successful with high rates of young people being
vaccinated. However, it is not clear if this is different for young people with disabilities in specialist
school settings as there is very little information in Australia, or indeed internationally, about
vaccination in children with disabilities. The limited studies that have been conducted suggest
vaccination rates are lower in children with disabilities than for children in mainstream schools but
they have not examined the reasons why this might be. The first phase of this research (HREC 36326B)
is currently being undertaken, collecting information about young people’s vaccination status in
specialist schools in Victoria, in order to understand the size of the problem, and what factors are
contributing to these young people remaining un-vaccinated. This second phase aims to understand
the experiences of, concerns with, barriers and facilitators of acceptance and delivery immunisation
for young people with disabilities, their parents, teachers and immunisation nurses and managers who
deliver immunisation as well as policy makers. This ensures the viewpoint of all key stakeholders in
the school-based immunisation program are included.

This information will be collected by in-depth interviews and focus groups. Participants will provide
informed consent prior to taking part in interviews or focus groups. Focus groups will be undertaken
at the participant’s workplace, in the case of immunisation nurses, or at The Royal Children’s Hospital,
in the case of parents. Interview will be undertaken at a location that is mutually convenient. It is
expected that the time commitment from adult participants will be 30 to 60 mins. For young people
the time commitment will be 5 to 20 mins. The main consideration for participants taking part will be
one of inconvenience and time commitment. No identifying information from this data will be
published or presented.

This type of information about immunisations in specialist schools has not been collected previously

and with this information, we hope to inform tailored interventions to ensure that young people with
I —
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disabilities are able to have the same access, and optimal experiences in adolescent immunisation.
This is essential to ensure that young people with disabilities are protected against infectious diseases
that can be prevented by immunisation.

4.2 INTRODUCTION

As part of the government-funded immunisation program in Australia, all young people aged 12 and
13 years are eligible to receive DTP, HPV and varicella immunisations through the school-based
immunisaion program. In Victoria this is given in the first year of secondary school (Year 7), with DTP
and varicella given as one dose each, and HPV given as three doses within six months (0, 1 and 6
months). Uptake of these vaccinations is recorded by the DHHS Immunisation in Victoria and through
the HPV register. In 2015, 89.6% of eligible students received the adolescent dose of DTP and 77.4%
of girls and 66.4% of boys received all three doses of HPV. Varicella is only necessary if the young
person has not received one dose in childhood (<= 14 years) or does not have natural immunity or a
strong clinical history of infection.

This study represents the second phase of a larger study aiming to explore the issues relation to
school-based vaccination for young people with disabilities in specialist schools using the socio-
ecological framework. The first phase focuses on collecting data on immunisation uptake in specialist
schools. This second phase aims to answer the question: what are the experiences of, concerns with,
barriers and facilitators to acceptance and delivery of school-based immunisation for young people
with disabilities in specialist schools in Victoria, Australia?

The importance of understanding concerns, experiences, barriers and facilitators to immunisation
delivery in the specialist school setting at all levels cannot be underestimated. In 2008, Australia
ratified the United Nation Convention on the Rights of Persons with Disabilities, which recognises the
need to provide health care for those with disabilities “in the same range, quality and standard of free
or affordable health care and programs as provided to other persons” (United Nations, 2006, sec. 25).
Without having accurate data to assess the delivery of the school-based immunisation program in
non-mainstream schools, nor understanding the potential reasons for missed immunisations, and the
concerns, barriers and enablers of the school-based immunisation program for this population, it is
difficult to be certain that young people with disabilities are receiving equitable and acceptable
preventative health care.

4.3 BACKGROUND INFORMATION
There is very little research in Australia or internationally, on immunisation in children and adolescents
with a disability. When considering children of all ages, most studies suggest children with disabilities
are at risk for under or non-immunisation. Lower rates of immunisation are recorded for children with
disabilities in early childhood (Greenwood, Crawford, Walstab & Reddihough, 2013; Raddish,
Goldmann, Lawrence, Kaplan & Perrin, 1993; Tillmann, Tillmann, Heininger, Lutschg & Weber, 2005),
and for the seasonal influenza vaccine (Pandolfi et al., 2012; Yen et al., 2012). Of these studies only
Greenwood et al. (2013) is Australian, with the focus on children with cerebral palsy under 7 years.
Only one study in the USA (O’Connor & Bramlett, 2008), found that children with special health care
needs, broadly defined to include children with developmental issues, emotional issues or needing
any specialist care or medication, had immunisation rates similar to typically developing children. This
was a data linkage study in the USA, which relied on parent report of vaccination coverage as opposed

to data obtained from an immunisation register.

. _ _ _ _ _ ]|
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In terms of adolescent immunisation specifically, two studies from the USA and Canada found that
only 17% of children with special health care needs were immunised against HPV, and that having
Down syndrome or ASD was significantly associated with missing HPV immunisation (Cody & Lerand,
2013; Remes et al., 2014). Tuffrey and Finlay (2001) reported that only 59% of children from special
schools in Bath, United Kingdom were fully immunised compared to 83% of matched controls. There
is no published data on adolescent immunisation for young people in special schools in Australia.
Crucially, also missing from the research is qualitative information on the experiences of immunisation
for young people with a disability and exploration of the reasons for the difference in the uptake of
adolescent vaccinations in populations of young people with disabilities. Uptake only illustrates the
potential scope of the issue, and this in isolation does not help identify or understand the factors that
influence whether a young person with a disability receives an immunisation. Quantitative data does
not provide comprehensive information about the drivers of vaccine acceptance. There is a need for
qualitative data exploring individual and family decision making about immunisation and the policies
and processes in the education and health system available to support this.

Therefore, there is a significant gap in the literature with respect to understanding school-based
adolescent immunisation for young people with disabilities in Australia. If indeed the bulk of the
international data regarding immunisation uptake rates for this group is similar in Australia, there is
much work to be done to ensure that this already vulnerable group has increased access to and
promotion around the importance of immunisation. This research has the potential for considerable
impact on immunisation policy. Most importantly interventions, which could be developed as a result
of this research, have the potential to affect the morbidity and mortality of children with disabilities
and are congruent with the principles of equity in health care and the rights of persons with
disabilities.

5. STUDY OBIECTIVES

5.1  RESEARCH QUESTION
What are the experiences, concerns with, barriers and facilitators of acceptance and delivery of
school-based immunisation for young people with disabilities in specialist schools in Victoria,
Australia?

5.2 PRIMARY OBJECTIVES
The primary objective is to explore and establish the specific socio-ecological determinants that
prevent or enable immunisation for young people with disabilities in specialist schools in Australia.

5.3 SECONDARY OBJECTIVES
Secondary objectives of this study include:

1. Exploration of implementation of the school-based immunisation program in specialist schools

2. Development of an understanding of the role of teachers, nurses, managers and policy makers in
the school-based immunisation Program in specialist schools

3. Exploration of decision-making about consent to immunisation and administering immunisation to
young people in specialist schools

.
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4. Development of an understanding of the experience of young people with disability undergoing
immunisation in specialist schools

5.4  OUuTCOME MEASURES

Consistent with the methodology of qualitative inquiry outcome measures will not be objective
measures, but will be the prevailing themes from the interviews and focus groups which will make up
the qualitative data collection. The primary outcome measure will be a description of the
understanding of specific socio-ecological determinants that prevent or enable immunisation for
young people in specialist schools.

Secondary outcome measures with be a description of the themes relating to other aspects of the
school-based immunisation program in specialist schools raised by participants.

6. STUDY DESIGN

6.1  STuDY TYPE & DESIGN & SCHEDULE

This is an exploratory qualitative study utlising a socio-ecological model adapted from
Bronfenbrenner’s Ecological Systems Theory. Bronfenbrenner’s Ecological Systems Theory describes
layers of influence from micro to macro levels. An adaptation of this, shown in Figure 1, is the socio-
ecological model which has been widely used in health promotion to examine a range of factors which
can affect health promotion or preventative health actions. This encompasses the individual’s beliefs,
attitudes and behaviours, the social influences of their immediate community, the organisational
influences or arrangements, the broader community and structures and systems guiding policy. Most
importantly the socio-ecological model emphasises the need to analyse the way these layers interact.
Figure 1 illustrates the layers of the socio-ecological model. In this study, the stakeholders in each of
the five layers of the socio-ecological model have been identified as:

Structures and systems: DHHS Immunisation and DET policy makers
Community: LGA Immunisation managers and nurses

Institutions: School immunisation co-ordinators

Interpersonal: Parents and family

Individual: Student

- ________________ ___ ___ _________________________ __ ______________ _______________________J|
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Federal, state, and local regulations, laws, the built environment
(public works, infrastructure, etc.).

Relationships and "and‘

Schools, health care administration, businesses, faith based |

or

Individual relationships, support groups, social networks, cultural
context.

[individual attitudes, beliefs, knowledge, and behavi |

Figure 1: The socio-ecological model

Recruitment for this phase of the study will commence in October 2017 and will be continue until all
interviews and focus groups are completed which is expected to be by September 2018. All
participants will only have basic demographic data collected including: position in the socio-ecological
model and job description relevant to school-based immunisation program, gender and age range.
Participants will be provided with an alias and all data collected will be re-identifiable.

Only interviews will be offered for the policy, immunisation managers and immunisation schools co-
ordinators as at these levels these stakeholders are key informants in immunisation for the state
government, local government or school respectively. Key informants act as expert spokespeople for
their group or population, therefore in-depth interviews are an appropriate method of gaining a
comprehensive understanding of their perspective.

Key informants have been identified within Phase 1 of the study, through contact with government,
LGAs and schools. The Pl will approach key informant participants via email or phone to explain the
research and invite participation. Contact details have been identified in Phase 1 of the research. If
the participant agrees, the Information Statement and consent form will be sent electronically to the
participant, and a time and location will be mutually agreed. The Pl expects to most commonly travel
to participant’s place of work to conduct interviews. If there is no response to the initial invitation to
participate a maximum of two follow up emails and/or phone calls to the key informant participants
will be undertaken.

The rationale of using focus groups for immunisation nurses is because their job in the school
immunisation program is within their team of immunisation nurses, which is different than the other
stakeholders. Therefore, there is value in hearing their views within a team. However, for nurses who
wish to participate outside the focus group and interview will be offered.

The rationale for including a focus group as well as interviews for parents as the group dynamic of
parent discussion may both serve to add depth to the discussion, and will also enable more parent
voices to be heard. However, for parents who prefer to be participate outside the focus group,
interviews will be offered. Young people with a disability will be offered an interview and can
e ——————————————————
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participate with parental consent. Interviews with young people will take place after the interview
with their parent/carer. The parent/carer can be present as a support person but will be asked not to
take part in the young person’s interview. This will be agreed upon by the young person and parent.
These interviews will be held at the family home.

When undertaking interviews at the family home, the research team will adhere to the RCH Safety at
Home Policy and Procedure. This will include

1. The interviewer having their car key and mobile on them at all times.

2. The interviewer assessing for any signs of violence or danger upon entering the home and exiting
immediately if these are present.

3. The interviewer texting a nominated member of the research team on arrival to the family home
and on departure.

4. The allocated member of the research team will have details of the time of arrival and expected
departure and if the interviewer has not checked in within 15 minutes of these times, the member of
the research team will text the interviewer. If there is no response in 10 minutes the member of the
research team will call the interviewer. If there is no response the interviewer will escalate to the other
members of the research team and the police.

5. All members of the research team will have access to a password protected spreadsheet with
scheduled home interviews and addresses.

For all interviews and focus groups consent will be verbally re-visited in person prior to
commencement of the discussion, and signed consent forms will be collected at that time. Interviews
and focus groups will be recorded and transcribed. Transcription will be undertaken by a transcription
service who will receive be required to sign a confidentiality agreement. Voice recordings will be
destroyed once they are transcribed. Data will be coded and themed by the Pl with consultation from
the research team and the assistance of NVivo software.

To triangulate data from interviews and focus groups, the Principal investigator will also approach
Immunisation Managers of local government areas to attend immunisation days at specialist schools
during 2018, to collect data through observation. Notes and reflections from this observation will be
journaled by the Principal Investigator and used to supplement information from interviews and focus
groups.

Data analysis of this stage is expected to be completed by November 2018. Phase 2 is the second part
of a PhD study undertaken through the Department of Paediatrics at the Royal Children’s Hospital
which is due for completion in May 2019.

6.2 STUDY METHODOLOGY
Data collection with be by in-depth semi-structured interviews, focus groups and observation of
immunisation days at specialist schools. Interview guides have been developed to ensure consistency
in data collection. This will allow broad themes to be covered, including: the experience of the
participant’s role in the school-based immunisation program in specialist schools, the perceived
barriers and enablers to immunisation in specialist schools and particular concerns of the participants
about immunisation in specialist schools. The semi-structured nature also allows for themes and
topics to be initiated by participants, therefore ensuring the discussion is participant driven and not

.
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reliant on preconceived themes. Interview guides for each interview/focus group can be found in
Appendix A.

7. STUDY POPULATION

7.1 RECRUITMENT PROCEDURE
Recruitment will be purposeful with the aim to capture key informants and diversity of experience.
Recruitment strategy is set out below:

SEM level | Stakeholders Data collection | Recruitment strategy
method
Policy DHHS Key Informant Four individuals in DHHS Immunisation
Immunisation and | interviews and one individual at DET have been
DET identified as key informants in Phase 1 of

the study. All of these individuals will be
contacted and invited to participate in an
in-depth interview. In addition any other
key informants in policy suggested during
the recruitment or interview process will
be invited to participate in an interview

Community | LGAimmunisation | Key informant Six Victorian LGAs with specialist schools
managers interviews identified by the research team based on
maximum diversity sampling. This

Wer immanisation | Focusigroups includes consideration of diversity of:

DUESES location (metropolitan, regional, and

where applicable rural); population; a
range of immunisation uptake levels (as
recorded for mainstream schools);
socioeconomic levels (as measured by
index of relative economic advantage and
disadvantage); and type of specialist
schools. If less than 4 LGAs agree to
participate the research team will
nominate a mix of other LGAs that are
representative of diversity to ensure a
minimum of four LGAs.

Immunisation managers of all LGAs with
specialist schools have been identified in
Phase 1 of the research. They will be the
contact for LGAs and will be asked to
participate in an in-depth interview. At
the same time, they will be asked to
invite their immunisation nurses to

——— —— ————— — |
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participate in a focus group or interview.
Interviews and focus groups will be
scheduled at a mutually convenient time.
The individuals within the focus group
will provide their own signed consent to
participate. A maximum of eight nurses in
each of the four to six LGAs will be
included in a focus group.

In addition from April 2018 all LGAs with
specialist schools in their region will be
invited to participate in this research by
agreeing to the Principal Investigator
attending an immunisation session at
specialist schools in their region as an
observer. This will include a separate
consent for nurses to take part in an
interview with the principal investigator
during or after the immunisation session.
A maximum of 6 immunisation days will
be attended. All consenting immunisation
manager sand nurse interviews will
continue unless data saturation is
reached first.

Institutions | School Key informant Names of the school immunisation
immunisation interviews coordinators for all specialist schools
coordinators have been provided to the Plin Phase 1

of this research.

The immunisation coordinators of each
specialist school in each participating LGA
region will be invited to participate in the
key informant interviews.

The total number of schools across the
nominated nominated LGAs is estimated
to be 10. The aim is to recruit five (50%)
in the first instance. If this is not
achieved, recruitment will continue with
specialist schools outside the
participating LGA areas.

In addition from April 2018 all specialist
schools in Victoria will be invited to

_____ _ _ _ _ _ ]
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participate in this research by agreeing to
an interview with the Immunisation
Coordinator. This could occur by phone or
in person. If the Principal Investigator is
attending an immunisation session as an
observer this interview could occur
before or after this session. All consenting
immunisation coordinators will be
interviewed unless data saturation is
reached first.

Family Parent/carer Interviews The PI will approach participating schools
to advertise for parent and young person
participants through the school
newsletters. In addition, the Cerebral
Palsy Support Network, Association for
Children with a Disability and Amaze will
be approached to advertise in their
newsletters and through their social
media for parent participation.
Advertisements will also be place in local
Leader newspapers where appropriate.
Advertising will also take place through
Neurodevelopment and Disability
outpatient clinics and through the
Rehabilitation and Complex Care
departments and on the website at The
Royal Children’s Hospital. Where parents
are approached at The Royal Children’s
Hospital in person, this will be done by
the Pl in her role as a Clinical Nurse
Consultant for Neurodevelopment and
Disability or the child’s paediatrician or
other RCH health professional. Where an
RCH health professional has identified a
family who is appropriate to approach
but is not in the hospital at the time the
Plis, the Pl will call the family to invite
them to participate in the study.

In all cases, a contact number and email
will be advertised on the flyer, or printed

advertisement for parents to self-
|
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nominate to participate in a focus group
or interview. Parents will be eligible if
they have had a child attending a
specialist school who has been eligible for
the adolescent immunisations in the last
12 months, whether or not they received
them. The aim is to recruit up to 10
parents/carers or parent/carer pairs and
10 young people for interviews and one
focus group of up to eight parents.

In addition all schools where the Principal
Investigator attends an immunisation
session as an observer and/or interviews
the Immunsiation Co-ordinator will
receive hard copy letters to send home
with the students to invite parent/carers
and/or young people to participate in an
interview at a time and location
convenient to them. This could include
phone or in-person interview.

Recruitment of parent/carers and young
people may also be undertaken by
approaching developmental
paediatricians through the state to alert
them of the study and pass on the
recruitment flyer to appropriate families.
A list of developmental paediatricians is
available to the Principal Investigator
through her work as a nurse in the
Neurodevelopmental and Disability
department at The Royal Children’s
Hospital.

A maximum of 10 parent/carer and young
person interviews will be undertaken.

7.2 INCLUSION AND EXCLUSION CRITERIA
Exclusion criteria for all participants will include: need for an interpreter to participate, as interpreters
will not be available for interviews or focus groups.

- ______ __ _______ ______________ _____________________________________________________|
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Exclusion criteria for young people with a disability will include: non-verbal communication system as
the interviewer will require verbal answers to questions.

Inclusion criteria: For parents: inclusion criteria will include primary carers (including biological
parents, adoptive or foster parents or grandparents) of young adolescents attending a specialist
school in Victoria and eligible for the adolescent immunisations given at 12-14 years old in the last 12
months, whether or not they received them.

For young people: inclusion criteria will include any young person who attends a specialist school and
was eligible to receive their adolescent immunisations in the last 12 months, whether or not they
received them.

7.3 CONSENT
Signed consent will be obtained from all participants prior to the interview or focus group
commencing.

Signed consent will be obtained from the Immunisation Manager of LGAs for the Principal Investigator
to attend an immunisation session at a specialist school with the immunisation team. The principal of
each school involved will be informed of this and receive an Information Statement with a copy of DET
approval for the research via email. Verbal consent to enter the school and observe the immunisation
session will be obtained at the start of each immunisation session from the principal of the school or

proxy.

8. PARTICIPANT SAFETY AND WITHDRAWAL

8.1 RISk MANAGEMENT AND SAFETY

There are minimal risks to participants involved in this study. The risk of psychological distress when
recounting thoughts and experiences of immunisations of young people however must be considered.
If this should occur the Pl will stop the interview/focus group and allow the individual to have a break.
The choice will be given to the participant whether to continue the interview or focus group. If the
participant continues and appears to recover further support will be offered by way of a follow up
phone call by the Pl within the next week.

If the participant declines to continue or continues to appear distressed, the Pl will encourage follow
up by the individual’s general practitioner or employee wellbeing scheme (for professionals). For
parents, if the discussion provokes uncertainty about the choice they have made to vaccinate or not
vaccinate their children, details of the Immunisation Service at The Royal Children’s Hospital will be
given to the parent in order for them to access the clinic in which they can review these decisions with
an paediatrician or a senior nurse specialised in immunisation.

For the PI, safety will be ensured when travelling to different locations by:

1. Notifying the research team of all interviews and focus group, including time, date and locations
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2. Having a charged mobile phone on person at all times

3. Organizing to notify a member of the research team via text message when entering an interview
and on leaving

8.2 ADVERSE EVENT REPORTING
There are no foreseeable serious adverse events for this study.

Distress of any individuals taking part will be discussed with the research team and, if referral to
supports is required the Research and Ethics department at The Royal Children’s Hospital will also be
notified and advice sought as to whether any further action is needed.

8.3 HANDLING OF WITHDRAWALS
At any time, participants may withdraw from the study. Any such participants will then be asked for
verbal permission to include their response to any interview or focus group questions already
recorded. If verbal permission is not given, any recordings of interviews will be destroyed, or in the
case of focus groups, any responses they have given will not be transcribed or used.

9. DATA SECURITY & HANDLING

9.1 DETAILS OF WHERE RECORDS WILL BE KEPT & HOW LONG WILL THEY BE STORED
Audio-recordings, transcriptions and demographic data will be stored electronically on a password
protected computer with locked cloud back-up, only accessible to the research team and the
transcription service who will be asked to sign a confidentiality agreement. Transcriptions will be kept
for 7 years after completion of the study. This computer will be in the possession of the Pl who works
between the Royal Children’s Hospital and her home.

9.2 CONFIDENTIALITY AND SECURITY
Participants will be given an alias which will be assumed on all transcriptions and analyses of data. A
spreadsheet will be maintained with allocation of alias in order the data is re-identifiable for the
purposes of rechecking of data and meaning with participants if necessary. This spreadsheet will be
password protected. No identifiable data will be included in any publications or presentations. This
includes identifying individuals, schools or LGAs.

10 APPENDIX
Please see Appendix A attached for interview and focus group guides.

List of Attachments included:
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Date eg., 18
Document Name Version Number (eg
January 2012)

Appendix A: Interview and focus group guides 2 30 Oct 2017
Budget 1 8 May 2017
Information Statement and Consent (Policy) 3 30 Oct 2017
Information Statement and Consent (Immunisation

4 27 Mar 2018
Managers)
Information Statement and Consent (Immunisation

30 Oct 2017
Nurses)
Information Statement and Consent {Schools) 4 27 Mar 2018
Information Statement (Schools observation) 1 27 Mar 2018
Information Statement and Consent (Family) 3 30 Oct 2017
Parent/ young person recruitment advertisement 3 30 Oct 2017
Parent/ young person recruitment letter 1 27 Mar 2018
Department of Education and Training Research
L 1 6 Nov 2017

Approval Application
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ETHICS APPROVAL &

GOVERNANCE AUTHORISATION \
The Royal

11 April 2019 Children’s
Hospital
Melbourne

Ms J O'Neill

Nursing Research

The Royal Children’s Hospital Melbourne

Dear Ms O'Neill,

Project Title: Immunisation of young people with disabilities in specialist school

settings in Victoria, Australia: Phase 2

HREC Reference Number: 37280

| am pleased to advise that the below amendment has received ethical approval from The Royal Children’s Hospital
Melbourne Human Research Ethics Committee (HREC).

The HREC confirms that your proposal meets the requirements of the National Statement on Ethical Conduct in
Human Research (2007). This HREC is organised and operates in accordance with the National Health and Medical
Research Council’s (NHRMC) National Statement on Ethical Conduct in Human Research (2007}, and all subsequent
updates, and in accordance with the Note for Guidance on Good Clinical Practice (CPMP/ICH/135/95), the Health
Privacy Principles described in the Health Records Act 2001 {Vic) and Section 35A of the Privacy Act 1988 {and
subsequent Guidelines).

The amendment has also received governance authorisation at the Melbourne Children’s Campus {incorporating
The Royal Children’s Hospital, Murdoch Children’s Research Institute and the University of Melbourne Department
of Paediatrics).

HREC Approval date: 10 Apr 2019

Approved Documents:
The following documents have been reviewed and approved:

Document Version Date
Protocol 7 13 March 2019
Advertisement 3

Conditions of Ethics Approval:
e You are required to submit to the HREC:
¢ An Annual Progress Report {that covers all sites listed on approval) for the duration of the project. This
report is due on the anniversary of HREC approval. Continuation of ethics approval is contingent on
submission of an annual report, due within one month of the approval anniversary. Failure to comply
with this requirement may result in suspension of the project by the HREC.
¢ Acomprehensive Final Report upon completion of the project.
¢ Submit to the reviewing HREC for approval any proposed amendments to the project including any
proposed changes to the Protocol, Participant Information and Consent Form/s and the Investigator
Brochure.
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¢ Notify the reviewing HREC of any adverse events that have a material impact on the conduct of the research in
accordance with the NHMRC Position Statement: Safety monitoring and reporting in clinical trials involving
therapeutic goods November 2016.

¢ Notify the reviewing HREC of your inability to continue as Coordinating Principal Investigator.

¢ Notify the reviewing HREC of the failure to commence the study within 12 months of the HREC approval date or
if a decision is taken to end the study at any of the sites prior to the expected date of completion.

o Notify the reviewing HREC of any matters which may impact the conduct of the project.

o If your project involves radiation, you are legally obliged to conduct your research in accordance with the
Australian Radiation Protection and Nuclear Safety Agency Code of Practice ‘Exposure of Humans to lonizing
Radiation for Research Purposes’ Radiation Protection series Publication No.8 {May 2005){ARPANSA Code).

e The HREC, authorising institution and/or their delegate/s may conduct an audit of the project at any time.

Yours sincerely

YO

Margarete Kleinschmidt

Research Ethics and Governance

The Royal Children’s Hospital Melbourne
Phone : (03) $345 5044

Email : rch.ethics@rch.org.au

Web : www.rch.org.au
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