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Kia whakatōmuri te haere whakamau:
I walk backwards into the future with my eyes fixed on my past
Māori proverb

I heard this proverb, or whakataukī, several times on my trip to New
Zealand. If I understand it correctly it speaks to the perspective that past,
present and future time are all intertwined. The past is central to our
existence and has an influence on the here and now, and what comes in
the future. I like the idea that we acknowledge those that have come
before, who paved the way for us, walk with us and live with us still.
I believe that we need considerable change in how the deaths of learning
disabled people are investigated, but that we must walk backwards into
that new future, without losing sight of the past and ensuring that we
learn from it.
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Executive Summary
The primary objective of my Fellowship was to see how the deaths of
learning disabled people were investigated in Canada, Australia and New
Zealand. I was particularly interested in how bereaved relatives and
families were involved in the process.
I met with the families of seven learning disabled people who had died
and had some sort of investigation. I also spoke with other stakeholders
involved in death investigations including learning disabled people,
advocates, academics, policy makers, journalists, care providers, coroners
and legal professionals, to understand their roles.
The key finding was that investigations did not always happen and even
when they did, families were not routinely involved in them. Significant
emotional and physical labour falls to family members to try and secure
scrutiny.
This report discusses death investigation processes as they currently
exist; provision for family involvement within them; how families
experienced death investigations; and considers what or who helps
families.
It offers a number of reflections:
• Learning disabled people’s life expectancy should be the same as
those without a learning disability
•

Reducing the discrimination experienced by learning disabled people
and the bias (unconscious or otherwise) of those involved in
providing care is central to improving care and reducing premature
mortality

•

There should be as much curiosity applied to the death of a learning
disabled person as to any other human being

•

There is a need to develop expertise and influence investigators

•

Investigations are most meaningful for families when they are
timely, robust and genuine in their intent to bring about change

•

Immediate action should be taken to reduce additional harm caused
to bereaved families by processes of death investigation

•

Investigations without improvement are unethical

•

Given the apathy to the deaths of learning disabled people, a
concerning question is what happens if someone has no family, or
has been isolated from their community?

It concludes with references, links and resources, and the detail of who
was visited.
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Dr George Julian
I am a freelance knowledge transfer consultant, an accidental activist, an
open justice campaigner, a craftivist, knitter and sewer. I have worked as
a family representative on death investigations and as an advisor to the
CQC on their review into how the NHS identifies, investigates and learns
from deaths. I currently live tweet coronial inquests into the deaths of
learning disabled people in England, supported financially by regular
crowdfunders. I have learned so much from the families who have shared
their experiences with me, in the UK and on these travels, and I hope
that this report does them justice.

Naming Conventions
I have used the names that people chose themselves throughout the
report; sometimes just one name, sometimes two and sometimes quotes
are unnamed.
Some bereaved family members wished their quotes to be used
anonymously and others wished to be attributed, some were happy to be
named in the report but not directly attributed. I have used a
combination, including sometimes not naming family members who were
happy to be named, to avoid the chance of someone being identified by a
process of elimination.

Terminology and Abbreviations
I have used the term learning disabled throughout this report. This is in
keeping with the language that learning disabled people in the UK identify
as their preference. For ease of understanding I have used the term
throughout, unless it is a direct quote.
Other terms used included someone with a learning disability, intellectual
disability or intellectually disabled, and person with a developmental
disability and developmentally disabled. I
CID
NSW
NZ
WCMT

Council for Intellectual Disability
New South Wales
New Zealand
Winston Churchill Memorial Trust
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1. Introduction
In 2017 I was awarded a Winston Churchill Memorial Trust Fellowship to
explore how the deaths of learning disabled people were investigated,
with a specific focus on the involvement of bereaved families within those
processes. I visited Australia, New Zealand and Canada in the hope of
identifying transferable practice and learning to bring back to the UK.
In the past three years what I had hoped would be a new dawn of change
as a result of investigations into the deaths of learning disabled people in
England, has at best stalled, and at worst evolved into little more than
performative scrutiny. Alongside this backdrop the bereaved families that
I connected with on my travels told of similarly limited processes, of
battles and struggles to get answers and an apathy to truly understand or
embed learning as a result of their relative’s deaths.
In this report I have attempted to capture the learning from my travels. I
hope I have successfully reflected back and amplified the voices of those
who shared their experiences with me, especially bereaved family
members, learning disabled people and their advocates and allies.
Their experiences are situated amongst information provided by policy
makers, academics, journalists, legal professionals and coroners, care
providers and other professionals in government and statutory services,
healthcare improvement and patient safety.
I embarked on my Fellowship travels with 5 key objectives:
1. To see first-hand how deaths of learning disabled people in Canada,
Australia and New Zealand are investigated, with a focus on the
involvement of bereaved relatives and families
2. To liaise with policy makers, disabled people, advocates, academics,
journalists and legal professionals to understand their roles in
learning from, and preventing, premature deaths
3. To gain a detailed understanding of actions key players could take
to improve experiences and in turn reduce premature mortality of
learning disabled people
4. To relay learning in real time via social media e.g. blogs, twitter,
craftivism, to provoke reactions and develop discussion in the UK
and elsewhere
5. To improve practice by sharing final report with bereaved relatives,
learning disabled people, campaigners, academics and the media
and with those with a duty to investigate and prevent deaths.
This report will touch on all of these.
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When writing about our Fellowship the advice given is to identify a target
audience and hold them in mind throughout. I took a broad approach to
my Fellowship, seeking to meet with multiple stakeholders and gather any
relevant information. I struggled to identify one audience. My intention is
that this report will be of use, or reassurance, to bereaved family
members, while also being of relevance to those who could work to
support them.
My initial concerns that I had failed to find enough things of direct
relevance to bereaved family members were allayed by Marilyn Dolmage,
who emailed:
‘I think you did find out how families are involved - not much at
all! Their involvement is blocked. Their grief is negated, because the
system wants to make it seem as if lives were naturally
expendable; as if neglect, violence and deaths were inevitable. I
think you learned that the system often makes matters worse for
them…
I actually think it can be a relief to realize how systemic the issues
are - that it's not about the challenges your family member
presents to the system, but about the system's weaknesses and
failures. So families need to know the systemic issues - that's
helping them.
I see that your work has the potential to convert the horrible loss
bereaved families feel into systemic change - at least we hope so,
and it all starts with awareness.
Bereaved families can teach others not to trust such systems, but
instead to build something entirely new…’.
I hope this report will:
•

provide bereaved families with information and awareness of the
position they find themselves in

•

shine a light on the current situation in how the deaths of learning
disabled people are, or are not, investigated in Australia, New
Zealand and Canada, and situate that with reflections on current
practice in England

•

offer reflections, suggestions and ideas for changes and
improvements to ensure demonstrable change can be identified
and enacted to prevent premature and preventable deaths of
learning disabled people.
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2. Why this Fellowship?
2.1 Premature mortality
Learning disabled people are dying decades prematurely in England, often
from entirely preventable causes. If you are learning disabled you are
likely to live for two decades less than those who are not (Heslop et al
2013). All too often this is due to poor quality health and social care
services, rather than learning disabled people having life limiting illnesses.
This is not a new development, evidence existed long before the
Confidential Inquiry into Premature Deaths of People with Learning
Disabilities (CIPOLD) reported in 2013. We have literally known about this
for years, see Hollins et al 1998; DRC 2006; Mencap 2007; Michael 2008.
Despite the continual collection of this knowledge, our societal response
does not appear to have changed in any way, resulting in our abject
failure to address this issue. We collect more information, lament about
the poor state of affairs, write reports, collect more information and so on
and so on.
I am aware of the irony of that statement at the start of a report that I’m
writing myself, but I highlight it as I think that it’s important context.
2.2 Connor Sparrowhawk
My Fellowship was particularly focused on bereaved family members
experience of investigation processes when a learning disabled person
dies. In recent years I’ve met families who have gone to extraordinary
lengths to try and ensure some scrutiny into, and accountability for, the
death of their relative. The person most influential on me has been
Connor Sparrowhawk, and his family and friends.
Connor was a fit and healthy, quirky, much loved family member and
friend. An 18 year old school boy from Oxford who loved London, buses,
speaking his mind and dreamt of running his own haulage company.
Connor was diagnosed with autism, learning disabilities and epilepsy. He
was known online as LB, short for Laughing Boy.
In July 2013 Connor drowned in the bath in an NHS hospital. The day
after Connor died the Trust circulated a ‘Background briefing on mother’s
blog’ (Ryan 2014), an anonymous blog about family life with Connor,
written by his mother, Sara Ryan. The briefing was to help shape “a
tailored media response to the incident and monitoring of potential media
interest around the incidence”. The Trust were quick to dismiss Connor’s
death as a death by natural causes, as documented in their Board Minutes
and suggested to the coroner at the first pre-inquest review meeting.
I had the privilege of campaigning alongside Sara and many others
involved in #JusticeforLB as we sought to secure justice for the
premature and entirely preventable death of Connor. For an insight into
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Connor, the impact of his loss and the approaches of the campaign in his
name, see Justice for Laughing Boy (Ryan 2017).
I gained insights into how families are involved in death investigations
through my role as a family representative on two independent
investigations related to Connor’s death. It was also instructive, and at
times extremely distressing, to witness the way his bereaved family were
treated. Most notably at Connor’s inquest (which I live tweeted
@LBInquest) in October 2015, and then again at the fitness to practice
tribunal of Connor’s psychiatrist in August 2017 (live tweeted at
@JusticeforLBGMC). The tribunal found the psychiatrist unfit to practice
and suspended her for a year in February 2018. The treatment of Sara by
the psychiatrist’s barrister remains with me to this day.
In March 2018 the Health and Safety Executive brought a criminal
prosecution of Southern Health NHS Foundation Trust. After years of
denial and deflection the Trust pleaded guilty, resulting in them being
fined £2million for their failings under health and safety law, that resulted
in the death of Connor and another patient (R v Southern Health NHS
Foundation Trust).
In his sentencing remarks Mr Justice Stuart Smith said:
It is a regrettable fact that it took a time consuming and punishing
campaign… to uncover the serious systemic problems with the
Trust’s health and safety management arrangements that underpin
this prosecution… it is clear on the evidence that Dr Ryan in
particular faced not merely resistance but entirely unjustified
criticism as she pursued her JusticeforLB campaign – LB being short
for “Laughing Boy”, which was Connor’s widespread and
affectionate nickname. It is right that I should pay tribute to those
who campaigned but in particular to Dr Ryan at the outset of these
sentencing remarks. It is also right that I should record the Trust’s
public statement that:
“The Trust fully acknowledges that Dr Sara Ryan has conducted
herself and the JusticeforLB campaign in a dignified, fair and
reasonable way. To the extent that there have been comments to
the contrary by Trust staff and family members of staff, these do
not represent the view of the Trust and are expressly disavowed.”.
2.3 Commonality of experience of bereaved family members
The experience of Connor’s family has been pivotal for highlighting
awareness of this issue, but their experience is not unique.
In 2016, shortly before being awarded my Fellowship, I conducted a
review that drew on the experience of more than twenty families (Julian
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2016). It gathered their testimony and evidence from published reports;
personal testimony shared on social media, print and television, films and
patient stories; Parliamentary and Health Services Ombudsman (PHSO)
complaints and related rulings; and one to one conversations with four
bereaved families. It found:
The picture painted is of a chaotic and confusing process, with little
concern or care for bereaved relatives, and little focus on answering
families questions about what happened in the care of their loved
one.
When families experience compassion, honesty and humanity it
helps. However, bereaved relatives are frequently dismissed and
their concerns are deflected or diminished. When investigations do
take place they are often of a poor quality, with conclusions that do
not relate to the evidence collected, errors and omissions and little,
if any, specialist input.
Family members are rarely engaged in the investigation process in
an appropriate way and are subjected to multiple investigations
from different agencies. Families are expected to cope with little
help, coordination or support.
In 2019, reflecting on her experiences of five years of NHS investigations,
Sara Ryan writes:
Those advocating catharsis are, I suggest, imposing their view of
what they think families should feel, or ought to feel at the end of
an inquiry or investigation. It is, perhaps, wishful thinking,
underpinned by a recognition that preventable harm has occurred.
The assumption, however, creates a neat (and arguably, appealing)
leap from start to finish, from death or serious harm to justice and
accountability effectively erasing the months and years of emotional
‘accountability’ labour conducted by families at a time when they
should be supported in their grief.
She concludes with two points:
First, it is imperative that the now long-over-due qualitative
research is conducted into how bereaved families experience NHS
inquiry and investigation processes. We need to better understand
both how these processes are experienced and what families hope
to gain from them. Second, the objective of ‘lessons learned’ should
be replaced with a new objective: ‘leading to demonstrable change’,
in order to provide families with reassurance that changes will be
implemented as an outcome of their loved one’s death.
This is the context for my Fellowship and this report.
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3. Approach taken
My Fellowship was designed to explore what approaches, opportunities or
ideas could be relayed back to the UK, in an attempt to make the
experiences faced by families better. Alongside that I was keen to
understand how other jurisdictions were approaching the issue of
premature mortality of learning disabled people, and what approaches
were being undertaken to close the gap in life expectancy.
3.1 Why Australia, Canada and New Zealand?
There were five main reasons for picking these countries, all very
pragmatic:
1) My preliminary online searching when applying for my fellowship
had identified a small number of cases of bereaved family members
who had spoken to the media about similar issues, so I had reason
to suspect it would be a relevant issue in those countries
2) I knew people in them, or knew people who knew people in them,
who were working on the issue of premature and preventable
deaths of learning disabled people
3) I was aware of good examples of learning disabled people genuinely
involved in advocacy, attempting to hold the state to account, most
notably the work of New South Wales CID and the Huronia Class
Action in Canada
4) All three countries have a coronial system with similar origins to our
own, and I hoped that would ensure any learning about those
systems were transferable.
5) Finally, and perhaps most importantly on a pragmatic level, all of
these countries are (at least in part) English speaking and they’re
also places I’d wished to visit for many years.
3.2 Methodology
I found one of the most liberating aspects of my Fellowship was that it
was explicitly not a research study. While I undoubtedly gathered lots of
data on my travels, the focus was very much on connecting with people
and understanding their experiences and perspectives, spending time with
them, making and strengthening relationships, and entering into each
encounter with an open mind.
At the back of my mind throughout my travels were the objectives I’d set
myself, but I tried not to be too constrained by those. While that made for
a liberating and educational experience, the flipside is that it’s also made
it a little challenging to capture all of that learning and ideas into this one
report. I hope I have done those who spoke to me, and the Winston
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Churchill Memorial Trust who placed their faith and resources in me,
justice.
3.3 Identifying bereaved family members
I made contact with people in advance of travelling and was overwhelmed
by how helpful people were. Even with this support, I found it challenging
to identify and connect with bereaved family members of someone with a
learning disability. Two weeks before setting off for Phase 1 I had not
managed to identify any family members to speak with. Many
professionals did not feel confident to introduce me to bereaved family
members, having not sought permission to contact people for that
purpose. I advertised my trips on social media and through my contacts
and some people contacted me directly to offer to speak.
Additionally several organisations shared my visit with their networks and
newsletters and some people came forward as a result of that. I would
have liked to have spoken with more families but was able to conduct
conversations, by Skype or face to face, and met with the family
members of seven learning disabled people who had died and had some
sort of investigation, two of which were ongoing. Additionally, four of the
other stakeholders that I spoke with referenced their own experiences of
bereavement and investigations as pivotal to their professional practice.
3.4 Other stakeholders
I had always anticipated that it might be difficult to meet with bereaved
family members and so I deliberately kept the scope of my Fellowship
very broad and identified a wider group of people. I spoke with policy
makers, academics, disabled people, advocacy organisations, legal
professionals, those working in healthcare improvement, journalists and
pretty much anyone else who felt that they have something to say about
investigating, or bringing about change as a result of, deaths.
It was relatively easy to arrange meetings with wider groups of
stakeholders, many of those people introduced me to others and my
meeting schedule snowballed.
In additional to the 7 families of learning disabled people, I met with
people from 68 different organisations or groups (28 in Australia, 24 in
Canada and 16 in New Zealand). Some of my meetings were one-to-one
conversations, others were in small groups of two or three and on
occasion I was invited to meet with teams. A couple of people kindly
pulled a group of interested people together and invited me to meet with
them, where this happened I have listed the attendees as individuals. A
full break down of who I met is included in Appendix 4, where explicit
permission has been granted to name them, otherwise their job roles or
organisations are listed.
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When meeting people I used open ended questions to gather their
experiences. I did not audio record these meetings as I felt that might
inhibit people from speaking freely, and I also did not feel it was
necessary to transcribe hours of interviews. Although consequently I
acknowledge that what I now recall is influenced by what I chose to
record at the time.
3.5 Timing
I conducted Phase 1, Australia and New Zealand, during November and
December 2017. I stretched and supplemented my grant and spent 5.5
weeks travelling to Brisbane, Hobart, Melbourne and Sydney in Australia
and Dunedin and Wellington in New Zealand. Phase 2, Canada, took place
in September and October 2018 and was a 10 day trip to Toronto and
Edmonton (made possible in part due to the generosity of Marilyn and Jim
Dolmage who hosted me).
On return from my travels I had 394 pages of hand written notes, 30 blog
posts, numerous reports and additional links to follow up. It took me
several months to decompress, to recover my energy and to carve out
the time to analyse what I’d experienced. I started the analysis process in
early 2019 and writing this report in June 2019. The report was finalised
once all permissions were received and edits made in October 2019.
I am conscious a lot has changed and happened since I visited but this
report will share what I learned at the time of my trip.
3.6 Impact and engagement
It is my belief that a focus on impact and engagement is something that
needs to be cultivated from the very start of any project. To that end it
was important to me to engage as wide a pool of people as possible
throughout my travels with the topic I was discussing. I tweeted and
blogged my reflections regularly throughout my trips and reflected on my
experience in Phase 1 (Australia and New Zealand) while planning and
arranging Phase 2.
I created a number of craftivist banners (small cross stitched
informational pieces) that I left displayed on the streets of Sydney at the
conclusion of Phase 1, as thought provocations for people.
While Phase 1 of my Fellowship took place I co-hosted a live online web
chat with We Learning Disability Nurses back in the UK, connecting in with
them to discuss learning from deaths. You can find out more here
http://www.wecommunities.org/tweet-chats/chat-details/4113.
During Phase 2 I continued with the craftivist pieces, leaving one at the
cemetery of Huronia, a long stay institution. We had a crafting workshop
on Sunday afternoon in Toronto (with additional thanks to Marilyn and Jim
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Dolmage for hosting) where people made their own craftivist banners or
art, discussed the premature deaths of learning disabled people, and
enjoyed great food.
I said yes to almost anything anyone felt would be useful to me in raising
the profile of my Fellowship. I accepted an invitation to speak at the
University of New South Wales in Sydney, at CAMH in Toronto and with
students at the Disability Human Rights Clinic at Melbourne Law School.
I attended a day long course, Handling Serious Incidents in the Disability
Sector at the NSW Ombudsman’s office. I was able to attend the
International Day of Disability workshop at Metro South Health where
Paige Armstrong from Queenslanders with Disabilities Network and Mary
Burgess, the Public Advocate of Queensland both spoke about improving
access to healthcare for learning disabled people. I am also grateful to
WCMT for supporting my attendance at the 2017 Disability Matters
conference in Dunedin.
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4. Background and Context
There are a few key considerations that I acknowledge before getting into
the detail of my findings from my travels. These are a discussion about
what constitutes family, an acknowledgment of the long history of
advocacy in this area, a very brief summary of how and why people are
dying preventable and premature deaths, and of what should happen
when someone dies.
4.1 What is family?
It is impossible to start this report and consider family experiences of
death investigation processes without first reflecting on what is meant by
family. I embarked on my Fellowship with a simplistic understanding of
family and bereaved relatives, as those with a learning disabled relative
who had died. Having spent a short period of time in New Zealand and
been introduced to the Māori and Pacifica view of whānau I’d like to touch
on it now.
Attending the Disability Matters Otago conference I heard from Gary
Williams and Huhana Hickey. In Gary’s keynote The best of all worlds –
Māori, Whānau and the Convention he talked about the long overdue
apologies from the State for people who have been abused and neglected,
or who are still stuck in institutions. He also called for compensation for
lost lives. Gary reflected on how an Eurocentric impairment focused view
of the world is alien to Māori people and that system transformation is
only one component of how people can live good lives. Gary asked that
we are ‘real’ about partnership and that we take on board the collective
reality and wisdom of disabled Māori ‘as read’.
Gary’s keynote, and conversations with other people at the conference
made me reflect on how I consider ‘family’. It became clear that in Māori
culture, being in the world is always being with others. That is even if
you’re not literally with others, you are still always deeply connected and
you are never alone. Māori consider themselves as part of a multigenerational family or whānau, intrinsically attached to the environment
and community and the land of their ancestors. Therefore, logically to
achieve health and well-being there is no point in addressing or focusing
on an individual, the focus needs to be someone and their whānau.
Huhana Hickey in her presentation Article 25: Exploring the health and
wellbeing of Indigenous peoples with disabilities expanded on this concept
in more detail. Huhana explained that whānau hauā means that we are all
naturally part of our environment and community. She shared that Māori
have never seen disability as different, stating:
‘Symbolically, whānau hauā signifies the wind that propels whānau
with member(s) who have a disability. The term whānau means to
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be born or to give birth and refers to the extended family network
who may live within or outside of a home’.
Huhana explained that Māori people do not function without their family.
She introduced her connections and spoke of how Māori are always
connected, indeed she had met whānau at conference who she had not
met before.
Huhana shared horrendous statistics about indigenous peoples with
disabilities. She reported that one in three Māori experience disabilities,
whereas it’s one in four in non-indigenous populations. 49% of Māori up
to the age of 25 have disabilities, and half of these have intellectual
disabilities. That’s 1 in 4 Māori up to the age of 25 learning disabled.
Yet only 16% of Māori access any supports or services.
She reminded us that a lot of this comes back to colonisation:
‘Western colonisation was violent, it destroyed traditional systems
and through missionaries it challenged indigenous thinking and
practices, this had led to a lot of uninformed indigenous peoples
who are not thriving under Western thinking around disability…
institutionalism led to the marginalising and exclusion of Māori with
disabilities which also led to the breaking down of family (whānau)
and collective structures which worked well for indigenous peoples
and broke down the way they supported and cared for each other’.
I include this at the start of my analysis because I feel that the
breakdown that Gary and Huhana describe, whilst felt most keenly by
Māori and their whānau, is something that has much wider ramifications
across cultures and countries.
It echoes the demonization and isolation of families and carers, the
distance and ‘professionalism’, arrogance and ignorance of a service
dominant culture that has stripped out love and care. I don’t think it is
too much of a leap to suggest that an obsession with personalisation and
a focus on individualism has perhaps destroyed the possibility of a holistic
sense of health and wellbeing, and as Huhana explains devalued the
collective approaches that worked well, breaking down natural supports.
I’m grateful to Gary and Huhana for sharing their perspectives. I find the
broader concept of whānau and a more communal sense of family, one
that is useful to consider when identifying what support should be
provided to learning disabled people, and to their family and community
members once they have died. Perhaps if we are to truly change how
society cares for, and about, learning disabled people, we must start by
ensuring they are seen as fully human and situated as valued and
valuable members of our communities.
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4.2 Advocacy
While an explicit focus on investigating the deaths of learning disabled
people has a relatively short history, it would seem logical there is
transferable learning available elsewhere. It is important to acknowledge
the long history of advocacy by learning disabled people, institutional and
abuse survivors, family members and allies. One such example was a
significant influence on my decision to visit Canada.
A few years ago I became aware of a class action law suit in Toronto
where learning disabled people, supported by Marilyn and Jim Dolmage,
were taking the State to court to secure compensation for the treatment
they were subjected to in the Huronia Regional Centre institution in Orillia
(Goar 2013). From 1876 to 2009 thousands of learning disabled children
and adults lived in the government run institution. The abuse and neglect
they were subjected to was utterly dehumanising, life altering and in
some cases life ending.
The testimony, personal statements, official records and expert opinion
collated for the class action law suit make for a brutal read (see links in
Appendix 2 for more information). Of particular relevance to how the
deaths of learning disabled people were managed is the following extract,
taken from the expert evidence of Dick Sobsey:
‘In many cases, issues of maltreatment appeared to be treated
mainly as bad publicity for Huronia, and there appeared to be more
effort [to] manage the public image than to address the problem
that was causing it. In a number of cases “contentious issue
reports” were prepared briefing Ministers and politicians how to
respond to minimise public alarm.
The focus on protecting the institution over protecting the residents
was well illustrated after a coroner’s jury ruled the death of a
Huronia resident to be a homicide and the Deputy Minister of
Community and Social Services wrote to the Chief Coroner
challenging the right of the coroner’s jury to determine the manner
of death’. p15
This is just one example of the arrogance and abuse of those in power,
and the simultaneous neglect and indifference to the learning disabled
people resident in the institution.
As an outsider looking in, I was impressed at how successful the Huronia
survivors had been in bringing their case to court, and in securing media
coverage and wider interest in it. Various initiatives had been funded from
the compensation settlement, a commemorative plaque was placed at
Huronia, litigation documents and records have been transferred to the
Archives of Ontario, a registry of those interred in the cemetery was
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produced and a new fence and signage were arranged. Additionally, a
public apology was made to survivors by the Premier Kathleen Wynne.
These are considerable achievements, holding the State to account is not
something many of us achieve, even partially.
In Phase 2 of my travels I was lucky enough to meet some learning
disabled survivors, including Marie Slark and Patricia Seth, the two
representative plaintiffs in the case, and several allies and activists
including Marilyn and Jim Dolmage who acted as their Litigation
Guardians. The picture that they painted of their experiences was
considerably different to the hopelessly optimistic one which I had formed
prior to meeting them. While I felt, and still feel, what they achieved was
remarkable, they were able to explain in detail the impact of seeking
justice and the disappointments that they experienced along the way.
The class action commenced in April 2009 and 4.5 years later their
lawyers issued a press release including the following:
‘After almost 5 years of litigation, the production of over 65,000
documents, numerous motions, pre-trials and failed mediations, the
common issues trial is set to begin on Monday… the trial is set to
continue for at least four months. The Representative Plaintiffs are
eager to have their day in court and make public all the clear and
immutable violations of their basic rights and dignity over a period
of over 65 years by the Provincial government who swore to protect
and care for them’.
This press release was issued on a Friday and the following week the four
month trial was due to begin. Except it never happened, the survivors
never got their day in court as their lawyers reached a settlement with
the State. Not only did the trial, and the significant neglect and abuse not
get aired publicly, there were a number of other disappointments for
survivors. Compensation payments were capped dependent on the abuse
that could be ‘proven’, with non-verbal residents who were unable to
describe the abuse they were subjected to receiving less. Perhaps most
importantly the subsequent actions promised by the State were carried
out in an offensively careless manner, for example, survivors and their
allies say the government has inscribed incorrect information on the new
grave markers it installed at the institution cemetery. Several years on
and survivors still feel cheated that they did not get their day in court,
and deceived by the broken government promises:
‘The government doesn’t want the stories told… the apology
sounded genuine, but they didn’t follow through with actions’ Marie
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This failing to recognise or learn from the past is not unique to Canada.
Similar sentiments were present on Phase 1 of my travels, as captured in
the following quote from Professor Joe Ibrahim:
‘History is very short, disability rights in Australia only really been a
focus in the last 30 to 40 years, aboriginal rights are only now being
recognised’.
It is essential that we learn from history. On which note I am especially
grateful to Marilyn Dolmage and Linda Till who spent an afternoon at the
end of my visit to Canada providing me with their recollections and
understanding of the history of disability and family advocacy in Ontario,
with modest reference to their own roles within it.
Linda told me about an inquest in 1983 where she had been called as an
expert witness. The inquest happened after a 21 year old learning
disabled man, Yves Soumelidis, died in Ark Eden Nursing Home in Stroud,
run under licence from the Ministry of Health, the previous year. Linda
recalled:
‘The father, John, was not happy with the conditions in the nursing
home, he wanted both his sons home…. the eldest child got sick and
died, the father was heart sick and furious, he was driven and he
wanted answers. John died a couple of years ago so you can’t speak
to him, but I believe that was the first inquest into the death of a
child in a nursing home in Ontario and that father drove that’.
The inquest into Yves’ death found that he died of pneumonia, stemming
from hypothermia and a depressed physical state. The Minister for Health
later described the conditions of the home he was living in as ‘intolerable’
and took steps to close it (Hansard 1983). Linda referenced this as a
pivotal turning point as it was the first time that families had secured
scrutiny into the deaths of learning disabled people in Canada. This was
followed by inquests into deaths in the Christopher Robin and Brantwood
nursing homes, and the Hospital for Sick Kids Toronto. In the discussion
that followed Linda and Marilyn discussed what brings about change and
the cost (financial and personal) of trying to bring about change. I think it
is fair to say that without sustained family advocacy it is unlikely that
these issues would have come to light at all.
In Australia, the New South Wales Council for Intellectual Disability has a
long history of advocacy around the health of learning disabled people.
They have been campaigning recently with Maureen McIlquhan, whose
outgoing and friendly daughter Michelle, an accomplished horse rider and
much loved family member and friend died aged just 28, due to
meningitis being undiagnosed during a hospital admission.
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One name was repeatedly mentioned by nearly every New South Wales
stakeholder who I discussed healthcare of learning disabled people with,
and with others from across Australia. That was Helen Beange. Helen is a
medical doctor who was founding chair of the NSW Association of Doctors
in Developmental Disability (ADIDD) and of the Health Special Interest
Research Group at the International Association for Intellectual Disability
(IASSID). Helen worked in hospitals, institutions and health promotion
clinics, always with a focus on improving the health of learning disabled
people. She was the first to study the population health of people with a
learning disability in Australia and she was also amongst the first to study
premature mortality of this group (Mellor, 2008). In 2018 I returned to
Australia and was speaking at an event about reducing premature
mortality of learning disabled people. Helen, now in her mid 90s, was
present and asking questions, embodying her lifelong advocacy and
commitment to improving the lives of learning disabled people.
4.3 How and why people die
In choosing to visit Australia, Canada and New Zealand I had already
identified that there were similarities between how and why learning
disabled people die premature, and often preventable, deaths. I explored
these further in meetings on my trip and by keeping abreast of new
information published during my Fellowship. The most current literature
suggests:
Australia
‘Adults with ID experience premature mortality and overrepresentation of potentially avoidable deaths. A national system of
reporting of deaths in adults with ID is required. Inclusion in health
policy and services development and in health promotion
programmes is urgently required to address premature deaths and
health inequalities for adults with ID…
This is the largest Australian study, and one of only a handful of
studies worldwide which have investigated mortality and its causes
in a representative sample of adult disability service users with ID.
The experience of this population is of premature death, relative
over-representation of deaths in young and middle-aged adults, and
deaths from preventable causes…
…[data collected] reflect the stark and continuing health inequalities
experienced by people with ID in Australia, and the lack of
substantial progress in addressing these inequalities since initial
publication of mortality data in Australians with ID more than a
decade ago’. (Trollor, Srasuebkul, Xu and Howlett, 2017)
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Canada
‘Our results show that over a six-year period, premature mortality
in adults with DD [developmental disability] was almost four times
more frequent than in adults without DD (a difference ratio of 3.8
based on 6.1% and 1.6%) …
A recently published systematic review found that in high-income
countries, death among individuals with DD occurs 20 years earlier,
on average. The limited Canadian research has found that, similar
to their counterparts in other high-income countries, Canadians with
DD have higher rates of mortality. As with our findings in this
report, other studies have reported the risk of death to be 3 to 4
times higher among those with DD compared to the general
population’. (Lin at al, 2019, p48)
New Zealand
‘New Zealanders with intellectual disability have a substantially
lower life expectancy at birth than the population as a whole. Life
expectancy for New Zealand males with intellectual disability in the
study population was 59.7 years, almost 19 years lower than for all
New Zealand males. Life expectancy for New Zealand females with
intellectual disability was 59.5 years, almost 23 years lower than for
all New Zealand females. This relatively low life expectancy for
people with intellectual disability is consistent with previous
research’. (Ministry of Health, 2011, 65)
I think it’s fair to say that we have comprehensive evidence and enough
knowledge of learning disabled people dying decades prematurely. Where
analysis had been conducted into mortality data there were the same
causes of preventable or premature deaths in all countries:
•
•
•
•

•

(Poorly monitored and managed) epilepsy
(Late or non-detected) cancer which would not necessarily have
killed someone if it had been detected earlier
(Often late or non-detected) respiratory diseases, pneumonia,
aspiration pneumonia or flu
Aspiration, that’s inhaling food, saliva or gastric contents into the
lower respiratory tract which in turn leads to lung inflammation and
infection. Highly associated with swallowing problems (very
common in some people with learning disability but very
manageable with the right skills and care) and high use of sedation
and psychotropic medication which is also very common in people
with learning disability (who are often inappropriately drugged to
make them easier for services to manage).
Chronic constipation and faecal impaction, often linked to high
levels of psychotropic medications and poor diet and exercise.
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There are also greater risks for those learning disabled people who have
more than one need, or who services struggle to provide a high quality
experience to, such as those who are indigenous, or those who have
mental ill health in addition to being learning disabled.
Sources of data include academic research, the NSW Ombudsman have
kept a register of deaths for 15 years, the Western Australian Intellectual
Disability Exploring Answers (IDEA) Database, the work of the Office for
Disability Services Commissioner in Victoria, and a review of deaths in
Queensland by the Public Advocate. A number of factsheets, resources
and links relating to this data are listed in Appendix 2.
There is also a body of research exploring why learning disabled people
are at greater risk of poor outcomes when engaging with health services
too. One recent example is the work of Laurel Mimmo and colleagues at
the Clinical Governance Unit in Sydney Children’s Hospitals Network.
Laurel had been exploring the patient safety literature around the
outcomes for learning disabled children using healthcare services, her
work offers three areas that require greater understanding and actions to
address:
•
•
•

the impact of healthcare workers assumptions about the child with
intellectual disability on care quality and associated safety
outcomes
reliance on parental presence during hospitalisation as a protective
factor from poor care quality and safety outcomes; and
the need for healthcare workers to understand the child and the
intellectual disability to know how hospitalisation may compromise
their safety, care quality and treatment outcomes. (Mimmo,
Harrison and Hinchcliff, 2018)

A number of stakeholders, including bereaved family members, spoke
about the biases experienced by learning disabled people, in society in
general but especially in the health system. Due to space limitations I
have not repeated these here, but they are fully in keeping with the
published literature on diagnostic overshadowing and poor outcomes
when learning disabled people try to access healthcare. One pertinent
example of societal discrimination was offered by Professor Nick Lennox:
‘There’s real discrimination throughout the health system for people
with intellectual disabilities… the government response to the Office
of the Public Advocate report was nothing; the government
response to Black Lung was $45million. Why do disabled people not
matter?’. (p147)
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4.4 What investigations should happen when someone dies
Appendix 3 contains a detailed exploration of death investigation
processes as they currently exist in Australia (NSW and Victoria), Canada
(Alberta and Ontario) and New Zealand. This section seeks to provide a
quick reference point for what should happen in those places, and
England, if a learning disabled person died.
New South Wales, Australia
• Coroners Act 2009 considers a death to be reportable if it is violent
or unnatural; sudden and the cause is unknown; under suspicious
or unusual circumstances; or while the person is in or temporarily
absent from a declared mental health facility.
• Systemic investigations are conducted by the NSW Ombudsman
• Investigations by care providers are optional, and infrequent.
• Criminal investigations are exceedingly rare.
Victoria, Australia
• Coroners Act 2008 empowers coroners to investigate reportable
deaths which include a death that appears to be unexpected,
unnatural or violent or to have resulted from accident or injury; the
death of a person in custody or care; or who was immediately
before death a patient under the Mental Health Act 2014.
• Systemic investigations are conducted by the Office of the Disability
Services Commissioner
• Investigations by care providers are optional, and infrequent.
• Criminal investigations are exceedingly rare.
Alberta, Canada
• Fatality Inquiries Act 2000 requires notification of deaths that occur
unexplainedly; unexpectedly when the deceased was in apparent
good health; occur as a result of violence, accident or suicide; that
may have occurred as the result of improper or negligent treatment
by any person.
• Systemic investigations are not currently conducted.
• Investigations by care providers are optional, and infrequent.
• Criminal investigations are exceedingly rare.
Ontario, Canada
• Coroners Act 1990 requires deaths of residents or inpatients in
supported group living residences; in hospital if transferred from
aforementioned residence; or when a resident in a long-term care
home to be reported to the coroner.
• Systemic investigations are not currently conducted.
• Investigations by care providers are optional, and infrequent.
• Criminal investigations are exceedingly rare.
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New Zealand
• Coroners Act 2006 requires a death that appears to be without
known cause, self-inflicted, unnatural or violent; or that is a death
in official custody or care, to be reported to the coroner.
• Systemic investigations conducted by Health and Disability
Commission, where complaints are made.
• Investigations by care providers are optional, and infrequent.
• Criminal investigations are exceedingly rare.
England
• Coroners and Justice Act 2009 requires a coroner to make inquiries
if a coroner has reason to suspect that the deceased died a violent
or unnatural death, the cause of death is unknown, or the deceased
died while in custody or otherwise in state detention.
• Systemic investigations are not currently conducted in England. The
Learning Disabilities Mortality Review (LEDER) process focuses on ‘a
broad overview of a sequence of events or processes… the
resulting report does not make findings of fact, but it summarises
the available information and makes general comments’ (Heslop,
2018).
• Investigations by care providers are optional, and infrequent.
• Criminal investigations are exceedingly rare.
Appendix 3 discusses each of these types of investigation in more detail.
One apparent challenge in ensuring that there are investigations into the
deaths of learning disabled people is to ensure that those reporting
deaths, or indeed investigating them, are aware of their own biases
(unconscious or otherwise) in terms of what they anticipate or classify as
an expected or natural death. This is a particular challenge when society,
and medical professionals particularly, are inclined to view premature
deaths of disabled people as inevitable.
In England we have numerous examples of the deaths of learning
disabled people being classified as deaths by natural causes, until families
objecting to their relatives dying prematurely have insisted on further
scrutiny, often with incredibly critical findings made by coroners in their
investigations.
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5. Family involvement in death investigations
Appendix 3 contains an overview of which death investigation processes
are in place and how they should work. This chapter focuses specifically
on family involvement and what processes should enable. The main focus
of my Fellowship was to explore how bereaved family members are
involved in investigations once their learning disabled relative has died. I
asked everyone that I met with about this and was disappointed
(although perhaps not entirely surprised) to find there was little family
involvement, the possible exception to this being coronial investigations.
5.1 Family involvement in coronial investigations
The three coroners I spoke with on my Fellowship (one acting, two
retired) were all unequivocal in their beliefs that families were key
contributors, and the primary audience for, an inquest.
Hugh Dillon, a retired coroner for New South Wales in Australia, held a
strong belief and commitment to coronial processes answering questions
for families, respecting the lives of those who have died, and perhaps
most importantly identifying learning to prevent future deaths and bring
about improvements and change. He explained that the narrative of an
inquest is very important, to tell the story of what happened for a family,
to contextualise things.
‘Telling the story is a much more human approach [referring to
narrative verdicts] we should write the story for the family first of
all’.
Hugh offered his belief that narratives in England too often hid the story
and to an extent they were disingenuous:
‘they suggest they’re telling the full story but they’re not…. one
thing that’s done well in Australia is to contextualise the death’.
Hugh suggested that families often hold key information and it is
important for an investigation for that to be gathered. Similarly, a retired
coroner explained that in New Zealand the police would gather
information from a family and feed any of their concerns to the coroner
and they indicated that an astute family are very good leads to an
investigation and are good investigators.
This coroner also mentioned therapeutic jurisprudence and its
importance, that families must be satisfied with the process even if they
are not necessarily content with the outcome. Hugh offered similar
reflections on the purpose and value of conducting inquests:
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‘Why are we doing inquests if not to get families answers?... if
families feel listened to, are shown respect… if someone in authority
listened to their concerns, even if it is hard to accept… they’ll feel
that they had some sort of justice’.
Reuven Jhirad explained in Toronto inquest reports are public, but
individual case reports are only given to the immediate family.
Investigations are conducted by the police on behalf of the coroner and
an investigation is technically never closed.
The Ontario Coroner’s Court has the benefit of a dedicated Family Liaison
Coordinator. They explained how their interest in the work came from a
personal experience and that they try hard to work with and support
families. They described their role as pivotal for ensuring family concerns
are addressed; they also communicate autopsy results and deal with
special requests to view a body. They are also involved in dealing with
complaints and supporting families if they are having difficulty in coming
to terms with their finding.
The Coroners Court of Victoria, Australia, also have a small team of family
liaison officers and counsellors. Families initial contact is through the
Coronial Admissions and Enquiries office at Victoria Institute of Forensic
Medicine. Mick Boyle explained that:
‘Family Liaison Officers can assist families to work through their
grief and contribute to investigation and inquests… FLOs are really
important for the court, their role has grown over the last couple of
years… inquests are inquisitorial not adversarial, but all courts are
intimidating by virtue of them being courts, so they help with that’.
5.2 Family involvement in fatality inquiries
The extent to which families are involved in fatality inquiries in Canada, or
indeed are primary audiences for them, seemed less clear from my
conversations.
Family members are able to request a fatality inquiry by making an
application to the Fatality Inquiry Board. The board consists of a doctor, a
lay person and a lawyer. If they recommend an inquiry, the Minister must
approve it.
Jennifer Fuchinsky, the Fatality Inquiry Coordinator at the Alberta Justice
and Solicitor General’s department, explained how the process works:
‘In a fatality inquiry, inquiry counsel work with the judge to set the
scope… family can get involved in the fatality inquiry process,
they’re entitled to hire counsel but there’s no requirement on them
to do so.
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Inquiry counsel must be neutral, but they can support the family to
an extent. They will talk to the family members to ensure that their
concerns and interests are known’.
If families wish to have their own legal counsel, they are entitled to but
there is no public financial support available to help. A situation it seems
similar to England where there are stringent limits on legal aid funding for
inquests, despite public bodies being represented from the public purse.
5.3 Family involvement in Health and Disability Commission
investigations
Rose Wall from New Zealand HDC was explicit that fair process means
that the Commission did not act for the family. They receive information
from them, seek a response from the organisation concerned, and get
expert advice before deciding if a provider has breached the Human
Rights Code.
If it is considered that a breach has occurred then the formal investigation
process involves requesting more information from the provider, maybe
more information from the family, interviewing people (potentially
includes staff and family members), securing more expert advice and
then there is a period of analysis.
Each party is given the section relevant to them to review, so families
would receive context. The family do not get to comment at that stage on
the proposed breach. Responses are returned to the Commission who
then decide whether to make any alterations. Once the final decision is
reached the family are given the full report. HDC tend to name the
organisation and in rare cases would name the support worker. Reports
are published on the Commission’s website, along with a media statement
and summary. Any decision is also sent to the nursing and medical
councils.
Rose was very aware of the criticisms of their current system. She
highlighted that families often felt it was a lengthy process and there
were challenges with the amount of contact families received and how the
process was managed. The most considerable limitation of the current
system was that sometimes people have no family involvement, and then
we have to question whether concerns would be escalated to the
Commission in the first place.
5.4 Family involvement in systemic investigations
The stakeholder group who I found most interested when it came to my
questions about family engagement were those conducting systemic
investigations in Australia, at the NSW Ombudsman’s office and the Office
of the Disability Services Commissioner Victoria.
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The NSW Ombudsman were very up front that currently families do not
routinely feed into their processes. Indeed, families are not routinely
notified of the fact that the Ombudsman is reviewing the death of an
individual.
This admission led to an interesting discussion about the ethics of that
decision. It was explained that secrecy provisions attached to the work of
the Ombudsman’s office meant that they can only provide information of
what they have found to complainants. Consequently, on occasions
families are encouraged to complain, so that they can feed into the
process and raise concerns.
One consequence of the secrecy around death reviews is that the
Ombudsman are sometimes contacted directly by family members who
had concerns about the care their relative received, because they are not
aware that the reviews are happening. Their input is also sought once
they have complained.
The hope was that under the NDIS Quality and Safety Commission, that
was being established at the time of my visit, family involvement would
be addressed to a greater extent.
The team at the ODSC explained that currently families are only informed
if a Phase 2 investigation take places, and the process for that
involvement was being developed at the time of my visit. The team had a
number of questions for me, based on my previous experience and
processes in England, and were very open to discussing different
approaches.
When an investigation goes to Phase 2 the review officer would contact
family members to introduce themselves and let them know what was
happening. They would follow that with a letter explaining the review
process and the opportunities for family members to participate, if they
wished to do so. Families were able to contribute feedback and feed in
any concerns that they held. The outcome of the investigation would be
shared with them at the end, unless they were explicit that they wanted
no further contact from the ODSC.
When I explored this further it became clear that while the outcome of
the investigation would be shared with families, the team were not
permitted to share the actual final report with them. Only the annual
report that reviewed all deaths would be public, service providers would
be given a redacted copy of the investigation report, but families would
not. While I understand this is due to the limitations of the statute and
regulations, and the powers granted to the Commissioner, it seems
unsatisfactory to me.
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The ODSC team were concerned about when best to contact families, and
how to ask some questions without putting pressure on family members
or doing anything to elicit guilt amongst them. The team were thoughtful
and considerate and really seemed to wish to get family engagement
right. I feel sure that their intentions, and their openness, will take them
a long way towards that ambition.
5.5 Family involvement in care provider investigations
I did not get a strong sense from any of the care providers who I spoke
with that family involvement featured in their investigations. This
suspicion was confirmed by others too, for example, Deborah Prowse QC
former Alberta Health Advocate, whose mother died following a patient
safety error:
‘I have been told by Alberta Health Services that families are
involved in investigations, I’ve not seen it yet’.
A meeting in Australia with the New South Wales Clinical Excellence
Commission (CEC) also supported the view that family involvement was
too little, and often too late (with lengthy gaps with no contact at all). In
discussing the role of families in mortality and morbidity reviews in
healthcare it was explained that an amendment to law was currently
being proposed to incorporate an initial risk assessment and to modify
timescales, as currently families can hear from the health board or the
Commission at an Open Disclosure meeting immediately after someone
dies and then hear nothing for 70 days.
It is difficult to see how a system without an initial risk assessment could
guarantee the safety of other patients, and while changes are afoot, I was
not confident that bereaved families, or learning disabled people, were
yet at the centre of those.
One bereaved relative I spoke with had been explicitly denied any
information or support from the care provider involved in their relative’s
death:
‘I wanted to meet the care provider, they ignored me. There was no
follow-up with me and no bereavement support…I was on a
Committee of their Board and it was a wholly improper response’
If an individual on a Committee of the Board can be treated so poorly
following the death of their relative, then it is hard to imagine how poorly
those who are less aware or connected would be treated.
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6. Common themes and reflections
Overall, families reported that they did not experience death
investigations very positively, or very consistently. The family members I
spoke with had been bereaved for differing amounts of time and all had
very different experiences of death investigation processes. Broadly
speaking of the seven it would appear one family had a good experience,
three families had a mixed experience highlighting good and bad
elements, and the three remaining families reported wholly unsatisfactory
and damaging experiences.
I’ve grouped the findings under a number of themes and reflections in an
attempt to help readers understand the experiences of bereaved relatives,
while situating their individual experiences within a wider context.
6.1 Learning disabled people should have the same life
expectancy as those without a learning disability
As discussed previously discrepancies in life expectancy seem to be
universal across England and the countries I visited on my Fellowship. In
speaking with bereaved families there was one potential reason for this
that came up time and again, and that was concerns being dismissed or
diminished.
I met with Velvet Martin in Alberta, Canada. Velvet’s 13 year old daughter
Samantha died in December 2006, five months after returning to live with
her family from foster care. Samantha’s parents had raised concerns
about the care being provided to her by her foster carers, as had some of
her teachers. Velvet described how her concerns about the care
Samantha was receiving during her lifetime were dismissed, or in some
cases led to retaliations from the foster carers.
This dismissal, or diminishing, of concerns was a topic that came up time
and again in my conversations with people, not least with leaning disabled
people themselves.
Marie, a survivor from Huronia who I spoke with said:
‘It was terrible, you weren’t allowed to voice your opinion and stick
up for yourself, you had no rights there… I was 11 years old and
they put me on anti-psychotics because I disagreed with them’.
I met with a group of people working on the Distory project. Distory looks
at disability history as told by survivors of institutions; importantly it also
involves younger disabled people who are involved because it is
recognised that it’s important that the survivors messages are understood
in a contemporary context.
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One of the survivors, Bill, reflecting on the Huronia court case and life
outside an institution observed that:
‘You’ve got to understand that a lot of things in the files are
contradictory, they’re not all what they seem, the staff wrote what
they wanted’.
This observation from Bill is incredibly pertinent. So many of the
investigation systems that we have rely solely on information provided by
those providing care or support, often with little critique of the reliability
or accuracy of it.
One bereaved family member in Australia, Rachel Browne, had kept
records of what happened to their relative in a diary timeline. They
reflected on their previous attempts to raise concerns with the care
provider and the dismissal of her concerns, that later contributed to their
relative’s death:
‘The thing is it’s not exaggerated, it’s like waiting for a
thunderclap… everyone had diminished what it was, you’re a
registered nurse and the mother of a disabled child and you’re
creating mountains out of molehills because that’s what people like
you do. You know when something is wrong, I just knew’.
A Canadian family member commented:
‘You’re dismissed by various parts of the system. Staff at the
ombudsman’s office said They’re dead, they’re gone, why are you
asking questions? and I called the Coroner’s office and they said
that they hadn’t received any reports’.
Deborah Prowse reflected on conflict in healthcare and the power
imbalances at play:
‘If something becomes conflicted they [healthcare workers] call
protective services.. we’re just starting to get chatter and interest in
mediation. Family members don’t have the same ability to call the
police in on their side, so they escalate, and are considered difficult
and it doesn’t get resolved’.
It’s clear that there is much work to be done still to ensure that the voices
of learning disabled people and their families are heard and acted upon.
6.2 The deaths of learning disabled people should be investigated
in a timely and robust manner
While not every death will require a full coronial inquest and multi agency
investigation, too often the deaths of learning disabled people are not
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identified as premature or unnatural and therefore evade any scrutiny at
all. A number of factors that may contribute to this were identified in the
experiences that families shared they had of death investigation
processes, the lack of awareness or interest in conducting an
investigation; the requirement for families to pursue multiple
investigations, and the length of time taken in these. Each of these are
discussed in more detail below.
6.2.1 No awareness of the right to, or guarantee of, an
investigation
In keeping with experiences in England, families reported an absence of
curiosity towards investigating the deaths of learning disabled people.
This sense was backed up by Deborah Prowse who commented that the
onus is on families pushing for investigations when things go wrong:
‘There’s an absence of interest in looking into anything…. Families
have to fight for a quality or safety review’.
Another bereaved relative in Canada commented that there is almost an
element of surprise that the relatives of learning disabled people expect
to know how and why they died:
‘They don’t expect you to look deeply, they expect you to take the
first answer. They don’t expect people to care about people with
developmental disabilities enough to keep looking’.
An Australian relative expanded on this and commented that other
parents of learning disabled people can find it hard to connect with you
once your relative has died. They explained that some relatives are not
aware that they have the right to an investigation, or alternatively accept
that there is not one without questioning it:
‘A lot of the time people don’t realise that something like this needs
investigating…. Other parents find its too hard to speak about, don’t
know they should or could push for an investigation’.
In New Zealand Brigit Mirfin-Veitch, Director of the Donald Beasley
Institute, reflected families may not feel able to complain if they
themselves had not been the primary carers for their relative at the time
of their death:
‘It’s about the value placed on people… a few people die in services
and there can be a perception that it’s expected… accidents waiting
to happen, and then families don’t feel like that they can complain
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because they hadn’t been able to care for their relative any longer.
It’s definitely not on anyone’s agenda in New Zealand**1’.
In recent years there have been small scale attempts in England to
educate families of learning disabled people that they are entitled to an
investigation if their relative dies unexpectedly, and to support them to
ask for one, such as Dying to Matter (Dimensions, 2018). I had hoped
that I might uncover some materials or resources used to educate
families about their rights to an investigation elsewhere, however I failed
to find any.
6.2.2 Multiple investigations
Another similarity to that experienced by families bereaved in England,
was that in all the countries I visited family members commented on the
disparate and separate elements of the systems that may be engaged in
investigating the death of a learning disabled person.
‘We’ve a siloed complaints system and you end up with five
separate questions, investigations and answers… that don’t answer
the ultimate questions’. Deborah Prowse
Considerable resource intensive, emotional and physical labour falls to
bereaved families to try and secure scrutiny into their relative’s death.
To successfully do this families have to educate themselves about
multiple system processes, become a complainant (multiple times), chase
for answers and be resilient enough to endure lengthy delays and
obstructions put in their way.
It feels that this work falls to the wrong people, with minimal or no
support, and that is before we consider the cumulative impact of multiple
investigations and the re-traumatising experience of reliving things again
and again.
6.2.3 Length of time taken
Of the three families who had poor experiences of death investigation
processes, two had investigations that had made little progress at the
time we spoke. Despite it being a further year in one case, and eight
months in the other, between speaking and writing this, there has still
been little progress made for either family.
When investigations into the deaths of learning disabled people happen
they can take years to reach their conclusion. Interestingly, while family
** Brigit confirmed at the time of writing (2019) that this is no longer
the case; please see the What Next section for more information on
current activity in New Zealand.
1
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members commented on the time taken they did not complain about this,
so much as indicate that it held them in a suspended place, an ongoing
period of not knowing, a sort of liminal bereavement space.
Hugh Dillon, commented on the lack of timeliness in investigations and
the challenges that presented to him in his work as a coroner:
‘Three or four years after a death, coroners are speaking into a
double vacuum… it makes me want to scream’.
There is also an onus on family members to revisit what happened, and to
continually offer of themselves in the hope that it will change or improve
things for others. Ioana Popescu at the Canadian Patient Safety Institute
reflected on these families:
‘We know families who knew something was wrong with their
children but weren’t getting answers about what happened and
why; this leaves a big scar. All families we know of, members of
Patients for Patient Safety Canada and others, volunteer as partners
in improving policies and practices so nobody else will suffer as they
did. It takes a certain personality and person to be able to open the
scar and revisit it again and again’.
The question I’m left without an answer to is why our systems require
bereaved family members to do this work (repeatedly), and what support
is available to them to do so to prevent them being re-traumatised by it?
6.3 The need to acknowledge apathy, discrimination and bias
Our death investigation systems rely on doctors, care providers or police
recognising a death as unnatural or premature. Learning disabled people,
bereaved families and academic research all tells us that many of these
same people are biased and apathetic, expecting learning disabled people
to live short lives.
An overarching theme from my conversations with bereaved relatives and
other stakeholders was apathy, and a sense of inevitability to the deaths
of learning disabled people, even those dying decades prematurely.
One bereaved relative in Australia commented that healthcare staff in
particular demonstrated an apathy, when their relative was alive and after
their death:
‘They don’t really care because they think disabled person’s life is
going to be short, they view disabled people as a burden’.
Perhaps the most acute sense of apathy was in New Zealand. Esther
Woodbury of the Disabled Persons Assembly explained their national
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context relating to the health of disabled people. Her organisation was
one of several disabled people’s organisations in a coalition with the
government Office for Disability Issues, that had coproduced a Disability
Action Plan that included a focus on improving health outcomes (ODI,
Undated). Esther expressed her frustration that the only things that
seemed to be resourced in regard to the Disability Action Plan were
meetings.
Brigit Mirfin-Veitch also expressed her dismay at the lack of progress on
reducing health inequalities:
‘The New Zealand health indicators report shows life expectancy for
men is 57.9 and women 59.5 (as opposed to 78.4 and 82 in the
non-learning disabled population). We have gross acceptance of
that. For two years there was a working party on reducing health
inequalities, and a plan was developed including the need for data,
but it has yet to be implemented’.
Staff turnover at the Ministry of Health was mentioned by multiple
stakeholders in New Zealand, as was the lack of accountability or systems
of scrutiny.
One care provider suggested that they had internal systems for reviewing
the deaths of people in their care and that they were required to report to
the Ministry of Health when someone died. They were unaware of what
the Ministry did with that information.
Given they were unaware what the Ministry of Health did with the death
notifications they received I asked the question of the Ministry. They
explained that coroners are responsible for investigations and talked me
through their disability transformation processes and the developmental
evaluation programme.
They confirmed that there was a mandatory requirement for providers to
report deaths in residential services to the Ministry. The Ministry assess
and manage individual death notifications from a provider quality
perspective. When I asked if the Ministry published any information about
the deaths of disabled people, the response was:
‘We have to date done nothing with publishing this information
[death notifications]…. you make me think we need to do
something’.
It seems something of a missed opportunity that the Ministry of Health
collects notification of deaths, yet as far as I could tell does not routinely
publish this information or take a strategic approach to understand how
and why learning disabled people are dying prematurely. If we are to
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reduce the gap in life expectancy between those with and without a
learning disability, then we need to not just collect this data, but really
interrogate it to so that we can learn from it and use it to improve the
health and quality of life of disabled people, especially given the ODI
stated priority of improving healthcare for learning disabled people.
This is not a situation unique to New Zealand though. It appears to reflect
an almost universal apathy, that is certainly present in England and was
reflected on my visits to Australia and Canada also.
Professor Joe Ibrahim is the Head of the Health, Law and Ageing Research
Unit at the Department of Forensic Medicine, Monash University Victorian
Institute of Forensic Medicine. Joe and his colleagues are focused on
delivering a reduction of injury and preventable deaths in aged care.
While their work is focused on the care provided to older people, there
are many parallels to those who are learning disabled, something we
discussed at length.
Joe was very philosophical about the situation we find ourselves in, and
very realistic about why we have failed to make significant progress in
this area:
‘The background is things are done poorly and no-one seems to
care, and no-one seems to care that no-one cares’.
Joe explained that there is often a sense of inevitability voiced that older
people will die soon anyway, or that it is some sort of blessing that they
died when they did. This echoes something families routinely report. He
said:
‘When looking at injury data… these deaths are by definition
preventable and premature but we haven’t yet won the argument
that it matters. That line of argument doesn’t engage people, as
society we have inherent bias…. It’s easy for people not to engage
and tell yourself the person is not like you, it’s a blessed relief for
them and their family, it’s down to one off bad behaviour of an
individual… as a society we don’t have the emotional impact to deal
with things, we go home, turn on the cricket and move on’.
Similarly, Deborah Prowse in Canada said:
‘There’s no desire really to investigate, people are much more likely
to turn a blind eye or make excuses without looking into it’.
Throughout my travels I found a lack of focus on the premature deaths of
learning disabled people. I’m left wondering how we can best engage
society in the fact that people are dying decades prematurely?
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6.4 Families should not need to fight for scrutiny
Current systems appear to be, whether by accident or design, established
in a way that forces bereaved families to become a complainant, and
often they require a family to complain repeatedly, to ensure an
investigation happens.
Given the apathy and acceptance that learning disabled people will die
premature and preventable deaths, it is perhaps not surprising that one of
the themes that became clear in my conversations with bereaved family
members was the responsibility placed on them to drive an investigation.
Whether this is entirely due to the aforementioned apathy, or whether it
is in part due to intentional design (as far as there is any) into the
systems of scrutiny and accountability, is unclear.
‘There are no clear processes for feedback unless you make a
complaint’. Maria Heaton
A meeting with Patient Opinion Australia, a non-profit feedback platform
for health and social care, confirmed that this was a general experience
across the health and social care sectors. Michael Greco, their CEO,
explained how the healthcare system forces people to be complainants if
they wish to provide feedback. He said that they are learning together,
with patients and Patient Opinion subscribers to identify pain points and
improve services.
Sharon Brandford, a disability consultant in New Zealand, also observed
that there are differing amounts of scrutiny given to the deaths of
different groups. When a child dies there is automatically an investigation,
but the same rules do not apply for adults in needs of care and support,
whether due to disability or age:
‘There’s scrutiny around child deaths but it’s not the same with
adults… there’s only a statutory inquiry if someone makes a
complaint or lodges a concern’.
It was also clear that automatic scrutiny into the deaths of learning
disabled children is not universally guaranteed. Velvet Martin’s experience
in Canada is a testament to the lengths that bereaved family members
will go to in order to ensure scrutiny into the deaths of their learning
disabled relatives, to protect others. Velvet described her experience as
follows:
‘We had to fight tooth and nail the whole time. We wanted to stop
victimisation happening to others. The first thing we asked for was
a Fatality Inquiry but we were told we didn’t qualify… I took law
classes to find out my rights and got to know a very good lawyer….
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I had to fight the law because I was under a ban to stop me
speaking out. I asked a judge to be released from it, his view was
that it was there to protect the interest of Samantha and our family,
so I explained that she didn’t need protection, she needed justice’.
Velvet succeeded in having the gagging order overturned, she spoke with
the media and campaigned publicly to find out what happened to
Samantha, and to protect other children and families who were engaged
in the child protection system. Almost five years after Samantha died a
fatality inquiry was held into her death, in 2011, with the findings being
passed down the following year, in October 2012 (Canada, 2012). The
fatality inquiry heard evidence about injuries Samantha received in foster
care, the healthcare she should have received, a lack of nutrition provided
to her in foster care, and concerns about undiagnosed seizures.
The inquiry found Samantha’s death may have been caused by a seizure,
but it was not possible to say for certain due to an absence of evidence.
However, it did make four recommendations to prevent future deaths, all
directed at Children’s Services. No criminal charges were brought against
Samantha’s foster carers.
Another family member in Canada, in another province, reflected on how
care providers fail to meaningfully investigate, their advice was to
complain, repeatedly if necessary:
‘They say that they review deaths and serious occurrences, but they
don’t do that… there’s no real willingness to look at what
happened… I would tell others to write everything down, and
complain, complain…. I only lodged one complaint and I’m very
sorry about that’.
There are many similarities between family member’s experience in
England and in the places I visited. The need to complain and the onus
being placed on the family to push for scrutiny is incredibly worrying, not
just for those families who have been bereaved and manage to take on
the role of complainant, but most particularly for those who have no
active relationship with their family.
There is considerable emotional and physical labour put onto bereaved
families, at a time when we should be caring for and supporting them.
Processes need to put bereaved families at the centre, to reduce the
demands placed upon them and do everything we can to minimise
additional trauma.
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6.5 Investigations that identify failings and do not lead to
improvement are unethical
I consider that too often we are not only failing in a duty of care to the
person who dies, but we are also then failing in our duty of care again,
this time to their family, if we conduct investigations without leading to
any improvements. A number of related factors were identified in
conversations on my Fellowship and are discussed below.
6.5.1 Patient safety and healthcare improvement work
I asked families about their experiences of hospital investigations and
whether they had been involved with patient safety or healthcare
improvement work. Rachel Browne, in Australia said:
‘The hospital root cause analysis was a load of rubbish essentially,
there were six recommendations and one lesson learned… they said
they wanted to create a law in their name, but there is a law, it’s
the right to life’.
She reflected further:
‘The whole investigation process had the hospital out for itself… the
system doesn’t want to promote knowledge because it doesn’t want
people to know or pursue matters’.
I met with a number of healthcare improvement and patient safety
organisations and few had considered disability in any sense, least of all a
specific focus on learning disabled people. The NSW Clinical Excellence
Commission team explained that their organisation was ten years old but
their focus has been on acute care for that time and there had been little
focus on disability.
When explored further the team at CEC were in agreement that when
things have gone wrong for patients with a learning disability it was often
due to human factors such as anchoring and diagnostic overshadowing
(the tendency to allow your personal bias to influence how you treat
someone with a learning disability, frequently everything is put down to
someone’s learning disability even when it is nothing to do with that e.g.
someone is in pain, but it’s ignored because clinicians believe that it is
just the way someone behaves).
The CEC team stated their intention to do more work in this area, and to
work with families within that. They also talked about the need to focus
more on communication and handover, on organisational culture, and on
support and supervision for junior doctors, especially in relation to
delegation and escalation.
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The Canadian Patient Safety Institute works in partnership with others to
raise awareness and facilitate implementation of ideas to improve
Canadian healthcare. Sandi Kossey, their Director of Strategy, explained
how they align their work with the priorities of the local jurisdictions that
they work with. They are not focused on specific populations but work
with local priorities.
I’m left concerned that the health of learning disabled people is never
likely to be a national or local priority, so it’s hard to see how
improvement work will ever be focused in this space.
The CPSI also facilitate Patients for Patient Safety, an independent group
who joined them twelve years ago. Patients for Patient Safety consists of
approximately 65 patients or bereaved relatives who are working to help
change and improve healthcare systems. They have videos of patient
stories, podcasts and blogs, see the links section for more. One of the
members of Patients for Patient Safety is Deborah Prowse, who I spoke
with and who’s comments are referenced elsewhere in this report.
One Australian healthcare improvement organisation, in New South
Wales, had developed an explicit focus on learning disabled people. The
NSW Agency for Clinical Innovation ‘works with clinicians, consumers and
managers to design and promote better healthcare in New South Wales’.
They have an Intellectual Disability Network, and while I did not get to
meet with their staff I did meet the Co-Chair of their network, Maria
Heaton. Maria is a mother to three children, one who died aged 3 and
another aged 17 from a genetic disease. She is also a paediatric palliative
care nurse. In my conversation with her I was blown away by her energy,
knowledge and candid nature.
Maria described some of the work that the ACI ID Network have done,
including developing documents and tools for building capability in
healthcare services. The Essentials Toolkit (linked in the resources
section) introduces these tools and services as a summary document
introducing what else is available.
6.5.2 Performative scrutiny
Throughout my conversations with bereaved families and other
stakeholders it became apparent that despite some activity happening, it
did not really feel that much of this activity led to real scrutiny,
investigation, change or improvements.
Velvet Martin in Alberta commented:
‘I’ve got awards and what not, which is nice, but I want change’.
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Deborah Prowse, had held the position of first full time public advocate in
the province and she felt her role was intentionally limited:
‘I was the first public advocate for Alberta and we weren’t allowed
to advocate very much. We were used for navigation, I used
persuasion to advocate, I had lots of credibility so moral suasion got
a long way… but there was no desire to really investigate it all, it’s
absolutely blind eye’.
Similarly, in our discussion about how bereaved families are involved in
death investigations and healthcare improvement work, Maria Heaton in
Australia reflected:
‘People are better at talking the talk, they’ve got policies,
catchphrases, but their hearts haven’t changed, things aren’t
improving’.
This feels remarkably similar to the current situation in England. In recent
years there has been an increase in activity relating to death
investigations, yet it is hard to see how any of this activity has led to
demonstrable change or improvement.
We supposedly have more scrutiny of the deaths of learning disabled
people than ever before, however the primary vehicle for that LEDER
(Learning Disability Mortality Review Programme), has in my opinion been
established with inadequate resources, limited remit and questionable
processes. The July 2018 LEDER Bulletin included a section highlighting
the difference between a review and an investigation and pointing out
that LEDER conduct reviews, not investigations. Reviews are defined as:
‘… a broad overview of a sequence of events or processes. It can
draw on the perceptions of a range of individuals and a range of
sources. The resulting report does not make findings of fact, but it
summarises the available information and makes general
comments. A review may identify some areas of concern that
require investigation’
It continues, stating that investigations are:
‘… often initiated in relation to specific actions, activities or
questions of conduct. It is a systematic analysis of what happened,
how it happened and why. An investigation draws on evidence,
including physical evidence, witness accounts, policies, procedures,
guidance, good practice and observation - in order to identify the
problems in care or service delivery that preceded the event to
understand how and why it occurred and to reduce the risk of future
occurrence of similar events’.
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I do not understand why LEDER was established to conduct reviews and
not investigations. It feels to my mind that we’ve embraced the concept
of performative scrutiny. What I mean by this that we’re performing, we
are undertaking actions to enable people to feel like something is
happening, so there is a lot of activity, without actually applying any
meaningful scrutiny to the lives and deaths of learning disabled people.
I am at a loss to understand what hundreds of reviews summarising
information but not actually interrogating available evidence or making
findings of fact are adding. If anything, all of this activity feels like a
distraction.
We know why people are dying prematurely, we know the causes of their
deaths, we know about differences in life expectancy. We know about
apathy, discrimination and bias. If we accept that we have a wealth of
knowledge, then why are we conducting reviews or investigations? What
is their purpose and how do we evaluate whether they are successful?
The bereaved families who I met with were united in their wish that
meaningful investigations took place and changes made to improve the
health, and prevent the premature death, of learning disabled people.
6.5.3 Need to actually bring about change
I discussed this with a number of people on my trip. I welcomed the
opportunity to meet with Dr Lizzy Stanley, a criminologist at the Victoria,
University of Wellington, New Zealand to explore this issue of the need to
actually bring about change, and what stops it happening.
Liz’s work has been focused on state violence against children and truth
and reconciliation. She has written a brilliant, yet truly harrowing account,
of abuse and neglect of children in the care of the New Zealand state
government (Stanley, 2016). She could just as easily be commenting on
current learning disability care in many jurisdictions, and the experiences
of Huronia survivors:
‘The state does not see its own violence… we are slower to
recognise state violence. In the institutions that cared for children
over three decades in New Zealand, state workers used a host of
violent punishments, isolation techniques and damaging medical
treatments to make children comply with their demands. With a few
exceptions, there has been little social or state admonishment of
this institutionalised violence. Wrapping it up in the language of
rescue, welfare, treatment or discipline, we somehow give this
violence legitimacy’. (Location 203)
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We met for coffee and discussed the current response to her work, and
the ongoing hopes for a Royal Commission into abuse and neglect. We
also covered the damage done to people who are continually asked to retell their stories and narratives of abuse, neglect and trauma:
‘The real thing is making meaningful recommendations…. the
retelling of what someone has been through, and putting their story
out there is less ethical without change’. Liz Stanley
Cindy, a Huronia survivor was quite clear about what needed to happen:
‘Government should listen to us, and help people with disability,
and tell the truth’.
It sounds such a simple ask, yet we seem incapable of doing so.
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7. What, or who, helps families
There were several factors that were repeatedly mentioned in my
conversations with family members and identified as something that
helps. These were being taken seriously; the opportunity to talk about
their relative; family liaison; good legal support; the opportunity to
question decisions made or poor conduct; the hope for improvements and
change; the support of a good journalist; and sustained advocacy. Each of
these is discussed in more detail below.
7.1 Being taken seriously
The degree to which someone’s death is taken seriously, perhaps
unsurprisingly, appears to have a significant impact on bereaved
relatives.
‘When our son died suddenly in his sleep, it was very hard to have
the police involved, but it was important to us that his life mattered
enough… that his life was as important as anyone else’s’.
Many family members reported having to struggle to secure supports or
services for their relative when they were alive and feeling that they were
othered, not treated equally. It was therefore noteworthy when their
relative’s death was taken seriously.
‘An inquest is one way our society shows respect for a person who
has died a sudden, unexpected and perhaps preventable death. It is
a way our society shows that individual lives are precious no matter
who you are. And it is a way our society learns from tragic deaths’.
(New South Wales, 2016)
Conversely families are very aware when their relative’s death is not
being afforded respect or being taken seriously, one person said as much,
discussing obstacles put in their way:
‘They refused to give me a copy of their files. I managed to meet
with the Chair of the Board of Directors but that was in a crowded,
noisy food court; it was the wrong setting, it should have been in an
office. They obviously are not taking it very seriously’.
I’m left wondering whether families experiences of not being taken
seriously are inevitable so long as there is such apathy and acceptance of
the deaths of learning disabled people.
7.2 Welcoming an opportunity to talk about their relative
One person whose relative had died a number of years ago,
acknowledged that they did not know what to expect but they felt that on
the whole their family had a good experience. They acknowledged the
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sensitivity of the investigating officer, and went as far as to say that they
had welcomed the opportunity to talk about their relative:
‘The chap who came out just spent a lot of time listening; talking
about your severely disabled relative isn’t something you get to do
a lot. He took the time to come out, spent a long time with us… we
did feel like their death was taken seriously, they did it well’.
The fact that someone took the time to visit and ask questions was
important. My conversation with David Evenden of the NSW Coronial
Inquest Unit touched on this also. He described the variability of families
experience and the absolutely key impact the police officer in charge can
have.
The police conduct inquiries under the direction of the coroner and will
usually compile a family statement that covers background, history and
context:
‘If there is good communication, if the officer takes concerns on
board, it can make such a difference, than if they don’t treat the
family with respect and special care‘. David Evenden
A lot of a family’s experience is directly related to the extent to which
they, and their relative, are treated as being fully human, and that the
professionals involved are respectful and caring.
7.3 Family liaison
One of the ways in which the coronial systems try to support families,
perhaps the only explicit way, is through the provision of family liaison
officers. None of the families I spoke with had experience of family liaison
officers employed by Ontario or Victoria Coroners Courts. However it is
included here because when asked whether they thought it would have
helped, it was clear that this liaison role was valued in principle by family
members.
One family member commented on how the police investigating approach
contributed to the aforementioned sense of being taken seriously:
‘He was actually lovely, very sensitive and he was trying, he wanted
to know a lot about [relative], he asked questions about the
residential care they were receiving and whether we had any
concerns or previous incidents of neglect’.
In that instance the investigating officer was performing the liaison role
between the court and the family.
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7.4 Legal support
Of the seven families I spoke with four had negotiated the investigations
process without legal support, although two of those reflected that they
wished that they had done otherwise. One had struggled to secure legal
support due to prohibitive costs and the lack of public funding. Two
families were early enough in the process that they were actively
considering their options in relation to legal support.
I met with two speciality legal clinics. The New South Wales Coronial
Inquest Unit in Australia provide free legal advice and assistance in
coronial matters, and will also grant legal aid for representation at
coronial inquests where the matter involves ‘public interest’. In Canada,
Arch Disability Law in Toronto is a speciality legal clinic that practices in
disability rights law.
David Evenden, is Solicitor in Charge of the NSW Coronial Inquest Unit, a
state-wide specialist service of Legal Aid NSW. David explained that they
provide free legal advice and assistance in coronial matters and that NSW
was the only jurisdiction with a legal aid unit specifically established to
represent families and other persons with sufficient interest. Legal Aid
was available for representation at inquests where the public interest is
advanced by them appearing:
‘Public interest is something of serious concern common to the
public at large or a significant section of the public, such as a
disadvantaged or marginalised group’.
David explained that most of their cases were related to health, mental
health or deaths in custody or police operations. He had not dealt with a
case related to a learning disabled person and care or healthcare. He was
in ‘no doubt’ that the deaths happen but he had not personally dealt with
them.
Rob Lattanzio is the Executive Director of ARCH Disability Law, the only
speciality law clinic in Canada focused solely on disability issues. Rob
explained how they provide a range of legal services directly to people
with disabilities, provide legal advice and information, and legal education
to disability communities and conducts community development projects
related to law reform.
ARCH also represent persons with disabilities in precedent setting, or test
cases at various provincial and federal courts and tribunals. Rob recalled a
recent inquest of a disabled person that they had been acting in, because
the person’s family was not involved, but they were not learning disabled.
It seems unlikely, useful as ARCH’s services may be while someone is
alive, that they would be able to assist bereaved family members given
the remit that they operate under.
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It seems that there is very limited legal support available to learning
disabled people’s bereaved family members, unless they can afford to pay
for it themselves.
The public interest bar is highly likely to be a limitation in its own right, as
long as the apathy and indifference exists to the premature deaths of
learning disabled people, it is unlikely that a strong argument can be
made that it is in the public interest to have legal support for families at
their inquests. I think this is an area that needs further consideration if
we are in any way serious about addressing premature mortality of
learning disabled people.
7.5 Opportunity to question
One of the complaints mentioned repeatedly in conversation with
bereaved families on my travels, and regularly raised in England too, is
the near impossibility of questioning ‘official’ decisions, or the conduct of
those in power, without taking matters to the High Court (which is out of
the financial reach of most families).
In Toronto I had the opportunity to meet with DIOC, the Death
investigation Oversight Council. None of the families I spoke with had
experience of them, or indeed had heard of them, but I think it is
something that may be of use in other jurisdictions beyond Ontario and
warrants further consideration.

Death Investigation Oversight Council
DIOC is an independent oversight council appointed to ensure death
investigation services in Ontario are provided in a transparent,
effective and accountable manner. They have been in existence
since 2010 and were created as a result of the Goudge Inquiry, a
judicial review into the province’s forensic pathology system
following a large number of wrongful convictions of family members
due to failings in forensic pathology services (Goudge, 2008).
DIOC provides oversight of Ontario’s coroners and forensic
pathologists in a number of areas and also administers a public
complaints process. It provides advice and makes recommendations
to the Chief Coroner and the Chief Forensic Pathologist on matters
including:
• Financial resource management
• Strategic planning
• Quality assurance and accountability
• Compliance with the Coroner’s Act
• Administration of a public complaints process.

49

DIOC consists of 14 council members and a small secretariat of
staff.
Family members can complain to DIOC about the conduct of a
coroner or pathologist or other representative working under the
Coroners Act. The committee cannot review complaints about a
coroner’s decision regarding whether to hold an inquest, the
scheduling of an inquest, the conduct of an inquest or any decisions
made during an inquest. The committee also has a remit to provide
advice and make recommendations to the Chief Coroner with
respect to whether a discretionary inquest should be called.

While DIOC’s remit is limited, it is the only coronial oversight council that
I am aware of, and I think a similar model could potentially be of use in
England.
7.6 Hope for improvements
All the family members I spoke to mentioned their hopes that there would
be demonstrable change as a result of their relative’s death. While
balancing this hope with a realism about the lack of improvement and the
indifference of most of society.
In Canada, Velvet Martin observed:
‘There are no consequences, so nothing is changing’.
Deborah Prowse described a:
‘wall between complaints and quality improvement, so learning
doesn’t actually come back and get embedded’.
A number of people questioned whether coronial or fatality inquiries, the
primary means of scrutiny into a death (when and if they happen, and
they are by no means guaranteed), are the best way to secure change.
Marilyn Dolmage, in her conversation with Linda Till asked:
‘Maybe inquests aren’t the way forward, maybe legal cases are?’.
A similar comment was made by Rob Lattanzio from ARCH Disability Law:
‘We really have to sit back and ask how inquests impact systemic
change… the coroner… bottom line is that it isn’t a court, and while
important, they make recommendations that are not binding on the
government’.
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Jennifer Fuchinsky from the Alberta Justice department explained changes
to how fatality inquiry responses are reported:
‘In the past recommendations were made but here was no
requirement to respond or do anything with them. Since June 2017
when any recommendations are directed at Alberta Health Services
the Alberta Justice department will publish the letter sent to the
department, their response or non-response and any steps they are
taking’.
While also acknowledging that:
‘It’s no-one’s mandate to bring [Fatality Inquiry] reports together…
inquiry counsel will often bring previous reports together and
comment on whether recommendations are met’.
In Australia, there appeared slightly greater confidence in the systems in
place bringing about change, although their limitations were also
acknowledged.
For example, the NSW Ombudsman has no power to compel agencies to
participate in their investigations, but they can report and name those
who choose not to and consequently they do not struggle to get people to
engage, although there are often questions surrounding the quality of
that engagement.
Maria Heaton observed that there is great work being conducted by the
ACI ID Network but in terms of actually using resources for improvement,
that is a lot more hit and miss:
‘No-one is telling health services that they have to participate – so
much comes down to the interest and motivation of individuals’.
The Disability Services Commissioner in Victoria can issue a Notice to
Take Action to a service provider if issues of concern are identified in their
reviews. To date these have included actions like:
•
•
•
•
•
•

addressing swallowing and choking risks
improving the quality of health plans
safer bowel management practices
improving record keeping and incident reporting
duty of care training for staff
training for staff to support health and wellbeing of people with
disability.

The DSC has the remit to conduct follow-up investigations of providers
following these notices. They also have a capacity development team who
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produce educational materials and conduct roadshows to support the
embedding of learning.
In New Zealand, Rose Wall observed that reports from the Health and
Disability Commissioner include recommendations, and the Commission
requires people to report back on their implementation. She explained
that if it was an organisational failing then the Commissioner would tell
the District Health Board or the Ministry of Health, whoever funded the
service. If it was a serious breach then the whole case file would go to the
Director of Proceedings to consider whether other proceedings needed to
be brought. She also shared that if there is a stream of complaints about
an organisation, the Commissioner can act, at any stage, to draw
attention to any organisation or body as they see fit.
In New Zealand changes to the Coroners Amendment Act had increased
obligations on organisations issued with coroner’s recommendations
following an inquest. In discussions about whether these changes were
sufficient to secure change the lack of an organisation or external agency
investigating on an in-depth expert basis was raised.
Hugh Dillon, a retired NSW Coroner, was crystal clear on what would help
coroners:
‘Coroners need research so that decisions are made not only on the
evidence in front of them, but also research so that they can make
relevant recommendations’.
This is something that elsewhere in Australia, the Coroner’s Court of
Victoria have addressed head on with their model of a Coroners
Prevention Unit. A model I am confident would be incredibly useful in
England, in order to bring together learning from across coroners and
ensure that Prevention of Future Death reports are distributed to relevant
stakeholders, to actually bring about change and prevent future deaths.
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___________________________________________________________
Coroners Prevention Unit
The CPU may contribute at any stage of the coronial process.
Death initially
reported

•
•

Recommendation
development

•
•
•
•
•

Recommendation
finalising

•

Receiving
response to
recommendations

•

•

support coroners to decide on the direction of
the investigation
identify and ensure essential data and
records are gathered
review the nature/extent of causes and risk
factors
review current evidence on countermeasures
identifying relevant stakeholders
consideration of relevant legislation,
standards and codes of practice
review similar previous cases and
recommendations
identify prevention opportunities relevant to
an individual case
engaging with relevant stakeholders at
coroner’s direction to ensure proposed
recommendations are reasonable, viable and
likely to be effective
collecting information on responses to, and
implementation of, coronial recommendations
and publishing on court website (up to first 3
months)

The CPU also undertakes individual and collaborative research
projects to generate a better understanding of preventable deaths
in Victoria and identify intervention opportunities.

7.7 Support of a good journalist
Three of the seven families I met with described the benefits of good
media coverage in helping them to try and get answers and hold the
state, or care providers, to account.
Deborah Prowse also commented that media support can be key:
‘If there’s a strong family that can take it to the media – that’s
unfortunately how you get attention’.
When I was researching concluded inquests of learning disabled people
prior to my Fellowship travels I was struck by the extensive coverage of
the Guy Mitchell inquest in 2015, reported by Susan Clairmont in the
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Hamilton Spectator. One particular profile A happy soul: The death and
life of Guy Mitchell was notable for its detail, and its humanity:
‘Once, Guy snuck out of the house late at night and was found — all
alone — jumping on the trampoline in the backyard.
Karen scolded him, telling him it wasn't safe for him to be out there
by himself.
"So the next night, Guy dragged David out there with him,"
chuckles William. "Guy followed the rules. He did what he was told
by making sure he had someone with him. When my mom found
them, they were killing themselves laughing."’ (Clairmont, 2015)
I met with Susan towards the end of my trip to Canada and asked how
she’d come to cover Guy’s inquest. She explained that there are routine
media releases from the Ontario Coroners Court announcing inquests:
‘I read the release but I’d never heard his name, I didn’t know
anything about him. Which is unusual for an inquest so I called
Police liaison. It was horrendous, but it had never been covered. It
touched on all of the things I cared about, crime, court and social
justice and Guy’s death had originally been investigated as a
homicide, but there had been no coverage’.
Guy was 38, a man who was keen to please and liked his paperwork. A
three week discretionary inquest with a jury heard that he was found
dead in a cistern [a farm well] outside the host family home where he
lived in Ancaster, Ontario. The police officers who first attended the scene
found the house he was living in to be squalid, there was no running
water, heat or functioning toilets, and no food in the house. The inquest
heard how Guy, and three others, came to be living in such squalor and
the jury made 16 recommendations to prevent future deaths, nine of
which were aimed at the Ministry of Health. They found that Guy died
from drowning and hyperthermia (Ontario, 2015).
Susan described how she felt ashamed that Guy’s death had received no
coverage and she attended court and covered the inquest daily. She was
the only journalist until the last week.
‘By the end things had really ramped up, people were coming to
observe, members of the public. People were really paying attention
and they were shocked’.
Susan described how she’s been a journalist for more than 26 years, had
sat through dozens of homicide trials and some pretty terrible things, but
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the thing that stuck with her about Guy’s case was just how vulnerable he
was.
‘Two or three days in we’re getting a sense of who he was. His mum
had testified and then all we saw for a whole morning were
photographs of the house, I had to leave to collect myself, it was
squalid… Guy is one of the most vulnerable people you can imagine
in our society. His Mum loved him very much, she couldn’t care for
him and she entrusted him to this family.
It was failure, after failure. Everyone failed him. People knew or
suspected trouble but they didn’t do anything about it. It was
preventable’.
Susan explained that Guy’s mother had been understandably wary of her
at the start of the inquest, but by the end was thanking her for giving Guy
a voice. Susan had responses from readers piling in and she was doing
radio interviews. She made a point of enforcing that Guy had a loving
mother who was very much involved in his life, she didn’t want people to
misunderstand that.
Susan also shared that pictures of Guy had not been part of the inquest
so she made a point of working with his Mum to identify some, to show
him and his personality. Guy’s mother brought her photo album into
court. Susan said:
‘I was trying to make people understand that he did matter, and he
mattered because he could feel and enjoy things… he mattered to
his mother and I wanted to cover all the things they enjoyed
together, like the bowling trips…. by the end I think readers cared,
they knew he mattered’.
Susan recalled that the coroner encouraged the jury to ask questions,
that they were smart and perceptive and picked up on things, such as the
social worker who visited two days before Guy’s death but apparently
didn’t notice anything amiss. Susan reflects:
‘We came so close to all of this happening without anyone
knowing… if I hadn’t picked up on it no-one would know, they’d
have posted some stuff on the coroner’s site, he’d have lived and
died without anyone knowing’.
What was crystal clear was that Susan cared about Guy, she’d come to
know him through the evidence given and conversations with his mother,
she cared and she wanted others to care, for society to acknowledge Guy
mattered. Susan felt it was unlikely that the recommendations would
likely be implemented, she observed that:
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‘As a rule of thumb those recommendations that don’t cost and are
easy to implement get done… those that do cost and aren’t as easy,
don’t’.
Susan is committed to ensuring what happened to Guy isn’t easily
forgotten. In a piece she wrote a year after his inquest concluded her
suspicion about recommendations seems to be accurate:
‘Some of the most profound changes to law and government policy
that were brainstormed by the jury at the Guy Mitchell inquest a
year ago may never come to fruition.
That's because one of the recommendations was merely for a
working group to be established to "consider" sweeping changes,
such as the creation of vulnerable adult protection legislation in
Ontario, the establishment of a provincial advocate for vulnerable
adults, and revisions to the Substitute Decisions Act to expand the
role of the Official Guardian to assist in decisions for people with a
developmental disability.
The group was formed. The suggestions were considered. And in
the end, "due to the complexity of the issues, the working group
advised against any immediate actions," states a report from the
MCSS delivered to the Office of the Chief Coroner on July 22’.
(Clairmont, 2016)
While Susan is only one example of a journalist, her commitment to Guy
is paralleled to some of the good journalists I’ve seen cover the lives and
deaths of learning disabled people in England.
While families are often warned off journalists, increasingly it seems that
they have a pivotal role in ensuring that there is some scrutiny, ensuring
that the public know about what has happened and holding the state and
care providers to account.
7.8 Sustained advocacy
The last, but by no means least, helpful factor as identified by family
members and other stakeholders was sustained advocacy and the
associated visibility of learning disabled people.
Jim Simpson of NSW Council for Intellectual Disability Australia explained
that:
‘healthcare for people with intellectual disability has been a big
priority issue for us since about 2000. Our members and their
families have had lousy experiences of the health system’.
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Jim referenced the seminal work of Helen Beange for raising the issue of
healthcare of learning disabled people onto an Australian agenda. He was
also quick to acknowledge the role of partnerships, especially with
researchers like Professors Julian Trollor and Nick Lennox, as pivotal to
ensuring that their campaigning is backed up by research and evidence.
Jim talked me through his long history of work in this field, a lawyer by
trade, he has been a disability advocate for over thirty years and
considered his expertise to be in policy development and ‘relentless
lobbying’. He stressed the need for relationship building, to be adversarial
when required, but in general to be collaborative and well informed. He
also pointed out how much serendipity plays a part in advocacy success,
especially when dealing with politicians:
‘You seldom get quick wins in disability advocacy…. so much relies
on constantly restrategising… relentlessness… sometimes you need
to know when to take a pause if the environment is crap and come
back to it another time’.
New South Wales Council for Intellectual Disability has two themes to its
advocacy around healthcare and premature mortality of learning disabled
people. Jim described them as:
‘Firstly we need the general health system to lift its game, that’s the
starting point. Then we need a specialism in healthcare of people
with intellectual disability, to back up the mainstream… to help with
any specific or complex needs, much like you have a paediatrician
or a geriatrician’.
Their full position statement is included in the links section in Appendix 2,
an extract is reproduced below.
NSW Council for Intellectual Disability Position Statement on
Health (extract)
There are over 300,000 people with intellectual disability in Australia.
They have very high rates of health problems and these problems are
often not diagnosed or appropriately treated. Life expectancy is reduced
by up to 20 years.
There are many causes of this situation, ranging across communication
barriers between patients and health professionals, complexity of
diagnosis, lack of general and specialised skills in the health workforce,
and health promotion campaigns and research not focusing on people
with intellectual disability.
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As well as the human and financial cost of poor health for people with
intellectual disability and their families, there is considerable financial cost
to the health, social security and disability service systems.
Governments need to take action to provide equity in health care for
people with intellectual disability. All health care planning should
include specific consideration of how it will meet the needs of
people with intellectual disability.
There also needs to be a national network of health services specialising
in the health care of people with intellectual disability. These services
would be a consultancy and training resource to the mainstream health
system so as to enhance its capacity to meet the needs of people with
intellectual disability. The specialised services would facilitate
collaboration between local health and disability services and undertake
research.

Professor Nick Lennox identified the importance of sustained advocacy in
moving things forward and ensuring that the healthcare of learning
disabled people remained in the spotlight:
‘It takes sustained advocacy… New South Wales CID have been key,
Dr Helen Beange before Jim Simpson, but they’ve both been key to
building and maintaining momentum’.
The other factor that Nick referenced as essential, and can only really
happen with sustained advocacy and increased visibility of learning
disabled people, was the impact on policy makers of knowing disabled
people:
‘The desperate thing is people need a personal connection to buy
in’.
Jim had pointed out that whenever he sees politicians, or is engaged with
lobbying work, he always ensure that learning disabled people are part of
the delegation.
Kathryn McKenzie at the NSW Ombudsman also commented on the
strength of CID’s advocacy work and the centrality of learning disabled
people within it.
The future of this work was by no means certain though, especially with
the pending changes to the new model of disability support in Australia,
the National Disability Insurance Scheme (NDIS). John Chesterman at the
Office of the Public Advocate in Victoria reflected:

58

‘Our advocacy organisations are good, and they have a good
history, they’re something to be proud of but they’re straining to
meet demand. Funding is not all that clear and is currently under
threat…. In the future it’s clear that the demand for advocacy will
be outstripping supply’.
Those I spoke to in Canada were slightly less positive about their
advocacy organisations, and indeed it proved impossible for me to meet
with any in Toronto despite a number of approaches. One organisation
that was recommended for their advocacy was the Self Advocacy
Federation in Edmonton, Alberta. There self-advocates explained how
they had worked in coalition:
‘The Self Advocacy Federation tries to partner with other
organisations, we do human rights work in coalition… there’s a
distinction between diplomacy and advocacy and questions around
biting the hand that feeds us. We can speak more openly through a
coalition arrangement’.
Although interestingly Nicola Fairbrother, an ally, activist and service
provider, reflected that:
‘we do a bad job of connecting around our common issues…
activists often don’t see people with intellectual disability as another
oppressed group because they see them as not fully human people
with caregivers’.
She asked whether silo mentality is part of our culture, and one we
struggle to address. I suspect that it is, and it brings us full circle to the
reflections on whānau at the start of this report.
I am left with little doubt that learning disabled people, their families and
allies, should be at the centre of work to both improve death investigation
processes, and to reduce premature mortality. Advocacy is key to that.
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8. Conclusions and reflections
I naively went in search of ‘answers’ on my Fellowship travels and came
home with yet more questions. I collected stories and ideas, made
friendships, and developed a greater understanding and more conviction
than ever before that we are failing learning disabled people, in life, and
in death. I failed to find answers but what was hammered home was the
importance of humanity and of treating everyone as fully human.
It is simply unacceptable that learning disabled people are dying decades
prematurely, this was never in doubt, but our current approaches to
addressing this are clearly not working.
Before I left England many people (here and overseas) seemed to think
that we were ‘leading the way’ when it comes to death investigations. My
belief is that we’re just very good at selling the idea of something, we’re
perhaps culturally more confident or arrogant, and quick to sing the
success because we have a process in place, without actually assessing
whether it is successful, or indeed being seemingly interested in whether
it is leading to any demonstrable change.
I am loathe to make recommendations, too many reports and inquiries
have done just that, indeed in England we have a long history of
organisations pledging commitment to recommendations and concordats
in this space, and precious little changing as a result. Instead I offer a few
reflections and will share these with those responsible for death
investigations and seek their response to them.
Learning disabled people’s life expectancy should be the same as
those without a learning disability.
It may seem obvious but I could not conclude this report without
reiterating this point again. In Australia, Canada and New Zealand, much
as in England, learning disabled people are dying premature, and often
preventable, deaths. We know this now. We have decades of data. The
challenge is in changing that, not keep recording and reporting it.
Reducing the discrimination experienced by learning disabled
people and the bias (unconscious or otherwise) of those involved
in providing care seems central to improving the quality of care
and reducing premature mortality
Our death investigation systems rely on doctors, care providers or police
recognising a death as unnatural or premature. Learning disabled people,
bereaved families and academic research all tell us that many of these
same people are biased and apathetic, expecting learning disabled people
to live short lives. This needs addressing if meaningful improvements are
to be made to the care and support provided to learning disabled people.
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There should be as much curiosity applied to the death of a
learning disabled person as to any other human being
I am not suggesting that every single death of a learning disabled person
will require a full coronial inquest or comprehensive investigation.
However, too often the deaths of learning disabled people are not
identified as premature or unnatural, and therefore evade any scrutiny at
all. It is essential that being learning disabled is not considered as an
explanation for a premature death.
There is a need to develop expertise and influence investigators
One retired coroner told me about ‘the sniff test’, an experienced coroner
could usually smell or detect when something was amiss. If the lives and
deaths of learning disabled people are to receive meaningful scrutiny then
we need to influence the ‘sniff test’ to encompass indicators relating to
learning disabled people dying prematurely. Coroner’s and investigators
need to understand the risks faced by learning disabled people receiving
poor (health)care and support and the common causes of premature
death. One approach to consider to support this is the Melbourne
Coroners Prevention Unit model, with an allocated disability death
investigation officer.
Investigations are most meaningful for families when they are
timely, robust and genuine in their intent to bring about change.
Families should not have to fight for scrutiny into the deaths of a learning
disabled person. However, current systems are designed to force
bereaved families to become a complainant, and often to complain
repeatedly, to ensure any investigation happens.
Immediate action should be taken to reduce additional harm
caused to bereaved families by processes of death investigation
There is considerable emotional and physical labour put onto bereaved
families, at a time when we should be caring for and supporting them.
Processes need to put bereaved families at the centre, to reduce the
demands placed upon them and minimise additional trauma.
Investigations without improvement are unethical
If there is no change as a result of an investigation, and no attempt to
identify meaningful recommendations and engage relevant stakeholders
with them, then the whole process is little more than performative
scrutiny. We owe it to learning disabled people and their families to
ensure that their deaths are not in vain. The work of the Melbourne
Coroners Prevention Unit around preventing future deaths is an exemplar
on how things could be improved. Too often we hear of a wall between
complaints and quality improvement, if bereaved families are forced to
become complainants then processes need to exist to take the learning
from complaints and transform it into demonstrable change.
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Given the apathy to the deaths of learning disabled people, a
concerning question is what happens if someone has no family, or
has been isolated from their community?
This is the question that haunts me, how many more deaths are there
that no-one knows about? How many more learning disabled people are
leading impoverished lives, hidden away from society? Strong advocacy
has a part to play, and the Australian model of Community Visitors (see
Appendix 2) could be useful, but it is important to acknowledge that I’m
talking about the tip of the iceberg in this report.
Information sharing
This report touches on what I learned in relation to bereaved families
experiences of death investigations, and what other stakeholders thought
was relevant or important in that regard. I also learned about a number
of other initiatives and approaches in relation to improving the lives (and
the health) of learning disabled people, improving their deaths and
reducing premature mortality. This report has no space to discuss them
but Appendix 2 includes links to other areas that may be of interest.
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9. What next
There have been a number of developments since this Churchill
Fellowship was awarded, for me personally, and also in relation to this
work.
In September 2018, just before I left for Canada and Phase 2 of my
Fellowship I was named one of the Nesta/Observer New Radicals in
relation to my open justice work live tweeting coronial inquests, to
improve awareness of the lives and deaths of learning disabled people.
Since I was awarded my Fellowship I have live tweeted the inquests into
the deaths of Richard Handley, Danny Tozer, Colette McCulloch, Joe Ulleri
and Sasha Forster, all of whom were learning disabled or autistic. This
work is supported by crowdfunders who make a monthly or one off
donation. I know that there are people in the countries I visited
considering whether they could take a similar approach. I am not claiming
that my live tweeting is leading to direct change or improvement (yet),
but it is certainly raising awareness of the detail of poor care.
In early 2019 I was awarded funding from the Paul Hamlyn Foundation
Ideas and Pioneers Fund. This award is to enable me to explore further
my open justice work, consider funding opportunities and ways of
supporting this work to have an impact. I feel certain that my Fellowship
award, and the connections I made and knowledge I built up as a result,
equipped me well in applying for this and improved my chances of being
successful.
I was able to make a return trip to Australia in late 2018. Together with
colleagues I met on my Fellowship, and some from the UK, I spoke at a
number of events and workshops in Sydney, Melbourne and the ASID
Conference on the Gold Coast about improving healthcare for learning
disabled people and reducing premature mortality. Professor Chris Hatton
from Lancaster University was key in introducing me to a number of
academic stakeholders in all the countries I visited, on this trip we were
recorded for the Eavesdrop on Experts podcast where we discussed why
there are still so many preventable deaths among learning disabled
people and what needs to change.
I also caught up with some of the people who I had met on my Fellowship
trip and it was incredibly reassuring to hear about developments since my
visit. Representatives from two organisations said that they had given
further consideration to the way that they involve families in death
investigations, including the Disability Services Commissioner’s team:
‘In November 2017, we met with visiting Winston Churchill
Memorial Trust scholar, Dr George Julian. Dr Julian had previously
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worked as a special adviser to the United Kingdom’s Care Quality
Commission national review into the way National Health Service
Trusts investigated and learned from deaths. Dr Julian advised us
on the poor experiences in England of families often not being
treated with kindness, respect and sensitivity. The importance of
meaningfully engaging families in our investigations was evidently
clear and a priority for us’ (ODSC, 2018, 7).
New South Wales CID had continued to campaign on this issue and were
involved in organising the events I attended. I met self-advocates from
Tasmania who I had not met before but they were concerned about the
premature deaths of their friends and colleagues and we discussed what
they might do about that.
I saw Sharon Brandford who shared she had just secured a grant to do
some scoping work on mortality reviews in New Zealand. She generously
suggested that meeting with me had reinvigorated her to pursue the
agenda, and perhaps raised the issue with some other people there.
In February 2019, the New Zealand Chief Ombudsman announced two
investigations into the Ministry of Health and its services for learning
disabled people. One of these investigations will explore:
‘…the quality of the data collected by the Ministry relating to the
deaths of intellectually disabled people in forensic and residential
care.
‘I consider that obtaining good quality data is essential to
understanding where the pressure points are and for reviewing
systems of care. I want to ensure that the Ministry is collecting
enough information about these deaths to identify whether any
improvements can be made.’’ (Office of the Ombudsman, 2019)
I will ensure that this report is shared with them. I will also make it
readily available to others who may be interested in the UK, Australia,
Canada and New Zealand. When resources allow, I will develop an online
resource containing the information within this report and links to further
resources.
I have also remained in touch with the families I spoke with who were
trying to secure scrutiny and investigations. As mentioned previously the
wheels of justice turn slowly but I will provide any remote assistance that
I can.
I will continue to campaign, agitate and challenge the premature deaths
of learning disabled people, the apathy that features so heavily and the
often unethical, and frankly at times abusive, treatment of their relatives.
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Fact Sheets https://www.ombo.nsw.gov.au/news-andpublications/publications/fact-sheets/disability-reportable-incidents
71

Official Community Visitors https://www.ombo.nsw.gov.au/what-wedo/coordinating-responsibilities/official-community-visitors
Nesta Observer New Radicals
https://www.nesta.org.uk/feature/new-radicals-2018/george-julian/
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Code of Health and Disability Service Consumers’ Rights
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Comprehensive Health Assessment Programme
https://qcidd.centre.uq.edu.au/resources/chap
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http://www.selfadvocacyfederation.ca/
Twitter Accounts
Connor Sparrowhawk’s inquest @LBInquest
https://twitter.com/lbinquest
Dr Valerie Murphy’s Fitness to Practice Tribunal @JusticeforLBGMC
https://twitter.com/JusticeforLBGMC
George Julian @GeorgeJulian
https://twitter.com/georgejulian
Victorian Institute of Forensic Medicine
https://www.vifm.org/
Families: frequently asked questions
https://www.vifm.org/families/faq/
Victorian Ombudsman (2015) Reporting and investigation of allegations of abuse in
the disability sector: Phase 1 – the effectiveness of statutory oversight
https://www.ombudsman.vic.gov.au/getattachment/c6499f78-0eec-4e4a-8e94e4cd716a64f8
Walker K (2015) Forgotten and Found: My Life Story
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We Learning Disability Nurses Webchat 28 November 2017
http://www.wecommunities.org/tweet-chats/chat-details/4113
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Appendix 3. Death investigation processes as they currently exist
Coronial investigations and fatality inquiries
All three countries I visited had similar coronial systems to England. In theory all
unexpected deaths of learning disabled people should be investigated by the coroner
(or medical examiner in Alberta). My conversations with bereaved relatives, retired
coroners in Australia and New Zealand, and acting coroners in Canada did not leave
me convinced that they necessarily would be.
New Zealand
In New Zealand there is a compulsion under the Coroners Act 2006 to conduct an
inquiry if there is a death of a person in custody. However, there is a wide definition
of custody and in relation to care homes, it depends on the class of care provided.
Investigations are conducted by the police on behalf of the coroner. An inquest officer
is a supervisory liaison role and frontline police conduct any investigations. If a
decision is made to hold a police inquiry or a prosecution, then the coroner will
suspend their own investigation or adopt their finding. The coroner still has the remit
to conduct an inquest to identify recommendations and anything that should not be
repeated.
Some changes have been brought in by the New Zealand Coroners Amendment Act
2016, in particular additional expectations and obligations on organisations issued
with recommendations to reduce the chance of further deaths occurring.
Ontario
Dr Reuven Jhirad, Deputy Chief Coroner in Ontario, talked me through the Coroners
Act 1990 as it related to mandatory investigations. We discussed whether deaths of
learning disabled people would get investigated, both what should happen and what
is likely to happen in practice. Reuven acknowledged the challenge of defining what is
an un/expected death, especially when care providers move someone to hospital in
the final hours or days of their lives and what hospitals consider to be expected
deaths.
It is perhaps stating the obvious but coroners can only hold an inquiry or investigate
if they are first informed of a death. In Ontario reportable deaths include the deaths
of residents or inpatients in supported group living residences and intensive support
residences (Section 10-2d) or in hospital if they have been transferred there from the
aforementioned residence (Section 10-2h). Additionally, when a person dies while
resident in a long-term care home the person in charge of the home should notify the
coroner (Section 10-2.1).
While these are the regulations that were in place at the time of my visit, one of the
families I spoke to had an experience in direct contradiction to it. They were actively
pursuing that with the Coroner’s Office, but it goes to show how possible it still is for
the death of a learning disabled person to fall through the cracks if a care provider
wishes to avoid scrutiny, most especially if there is no family involvement to
challenge that.
Reuven had a very public health lens on the coronial process, strongly articulating for
the need for investigations to both identify learning and for it to be fed back into the
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system to ensure that the work of the Coroner’s Office is related to preventing future
deaths.
New South Wales
I met with Dr Rebecca Scott-Bray, a criminologist at the University of Sydney and
Hugh Dillon, retired Deputy State Coroner for New South Wales, to discuss coronial
processes. The Coroners Act 2009 considers a death to be reportable if a person dies:
• a violent or unnatural death (Section 6-1a)
• a sudden death the cause of which is unknown (Section 6-1b)
• under suspicious or unusual circumstances (Section 6-1c), in circumstances
where the person had not been attended by a medical practitioner during the
period of 6 months immediately before the person’s death (Section 6-1d)
• where the person’s death was not the reasonably expected outcome of a
health-related procedure carried out in relation to the person (Section 6-1e), or
• the person died while in or temporarily absent from a declared mental health
facility (Section 6-1f).
Rebecca has been working with the NSW State Coroner Michael Barnes and the NSW
Coroner’s Office to determine why there has been an increase in the reporting of
natural causes deaths, and what action can be taken to reduce them (Alexander
2017). This led to a discussion around the labelling of deaths, and the thorny issue of
when a natural causes death converts into an unnatural occurrence that warrants
further attention. Of particular interest to my own agenda is when a death receives
no, or insufficient, investigation because it is not seen as unnatural or sudden with an
unknown course, because the medical professionals and care workers involved have
biases that suggest learning disabled people will die prematurely.
Victoria
I met with Ashne Lamb and Mick Boyle at the Coroners Prevention Unit at the
Coroners Court of Victoria. Mick is the manager of the CPU and Ashne is to my
knowledge the only Disability Death Review Case Investigating Officer in the coronial
system in Australia, and possibly worldwide.
The Victorian Coroners Act 2008 empowers coroners to investigate reportable deaths,
which include:
• a death that appears to have been unexpected, unnatural or violent or to have
resulted directly or indirectly, from an accident or injury (Section 4-2a)
• the death of a person who immediately before death was a person placed in
custody or care (Section 4-2c)
• the death of a person who immediately before death was a patient within the
meaning of the Mental Health Act 2014 (Section 4-2d).
The same challenge remains in securing investigation into the deaths of learning
disabled people, ensuring they are seen as unexpected or unnatural when society,
and most relevantly medical professionals, are inclined to view premature deaths as
inevitable.
Mick and Ashne explained the role of the Coroners Prevention Unit (CPU) to be a
multi-disciplinary specialist team which provides evidence-based advice to coroners to
assist them with their prevention-focused aspects of their investigations and support
their contribution to the reduction of preventable deaths, the promotion of public
safety and the administration of justice.
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They have developed databases for coding the approximately 6k deaths that are
processed through the court annually. They shared examples of how their work
analysing deaths had led to changes and improvements to policy and law, that had
already been shown to reduce preventable deaths. None of the examples given
related to disability, but Ashne’s post was relatively new and due to last two years,
and there is precedent for how improvements can be made in other areas.
Alberta
The State of Alberta does not have coroners, instead adopting the Medical Examiner
Model of inquiry into deaths.
The Alberta (2000) Fatality Inquiries Act requires notification of a number of types of
deaths, including deaths:
• that occur unexplainedly (Part 2, Section 10-2-1a)
• that occur unexpectedly when the deceased was in apparent good health (Part
2, Section 10-2-1b)
• that occur as the result of violence, accident or suicide (Part 2, Section 10-21c)
• that may have occurred as the result of improper or negligent treatment by
any person (Part 2, Section 10-2-1e)
• that occur while the deceased person was not under the care of a physician
(Part 2, Section 10-2-1h).
A fatality inquiry is a legal proceeding before a Provincial Court judge to help clarify
the circumstances of a death, and to provide insight and recommendations to prevent
future deaths. An inquiry must be ordered by the Minister of Justice and Solicitor
General and all investigations and criminal charges (including appeals) must be
completed before it can commence. Unsurprisingly this leads to considerable delays
between a death and an inquiry concluding.
Systemic investigations into reportable and reviewable deaths
In addition to coronial inquiries, and in very exceptional cases police or criminal
investigations, there are a small number of other institutions that may conduct
investigations into the deaths of learning disabled people, either on an individual or
collective basis.
New South Wales Ombudsman
All deaths of learning disabled people living in supported group homes or assisted
boarding houses in NSW must be reported to the Ombudsman. This is a subset of the
broader population of learning disabled people and only includes those living in
residential care.
I met with Kathryn McKenzie, Disability Director at the Ombudsman and two of her
staff teams, those responsible for reviewing deaths and those working on reportable
incidents.
The reviewable deaths team monitor and review the deaths in care reported to them;
analyse the circumstances of those deaths; and make recommendations relating to
them. They maintain a register of reviewable deaths in New South Wales and have
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done for the last 15 years. A report written by them, sharing their latest findings, is
tabled in NSW Parliament every two years.
Their latest report is included in the links in Appendix 2. Their involvement with
families is discussed earlier in this report.
Office of the Disability Services Commissioner, Victoria
Since August 2017 the Disability Services Commissioner in Victoria has had powers of
oversight into the deaths of disabled people in care. I was able to meet with the
Disability Commissioner, Laurie Harkin, his Deputy Miranda Bruyniks and Fiona Fyffe
and her colleagues in the Systemic Review Team.
Their role is to inquire into and examine the provision of disability services to people
who were receiving those services at the time of their death. They look at all deaths
of disabled people receiving services, expected and unexpected, reported to the
Department of Health and Human Services (DHSS) or the State Coroner.
The goal of the team is to identify any issues in service provision and inform
improvements across the sector. Each investigation is reported by the Disability
Commissioner to the Minister for Housing, Disability and Ageing and to the Secretary
of the DHHS. The team were very newly formed are still polishing their procedures
when I met with them, but they anticipated receiving approximately 150 notifications
a year.
These would be dealt with in two phases:
1. Providers are asked to complete a comprehensive questionnaire and provide
documents to the ODSC, which are then reviewed by the team and a decision
make about whether any further investigation is required
2. There are a range of actions that the team can take to investigate further,
including site visits, requesting of further information, speaking with people
with disabilities and/or their Guardians, photographing and filming the homes
and interviewing staff.
The first report of the systemic review team was made to Parliament at the end of
2018 and is included in the links in Appendix 1.
New Zealand Health and Disability Commission
Rose Wall, Deputy Commissioner at the Health and Disability Commission of New
Zealand agreed to a skype meeting with me as we weren’t in the same place at the
same time. She explained her powers under the Health and Disability Commissioners
Act. It dictates the actions that she can take as a commissioner.
The Code of Health and Disability Services Consumers’ Rights details what disabled
people can expect from those providing their care. Rose explained that sometimes the
HDC may investigate a complaint, but only rarely. She explained that a relatively
modest number of the 2000 complaints they receive to the HDC annually are related
to a disability service, approximately 100 a year. She did acknowledge that this might
be a slight underestimate because that relates to data on service providers and it’s
not mandatory for a complainant to declare a disability if they make a health service
complaint.
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Rose was able to share three examples of young disabled men whose deaths had
been investigated by the HDC. In order for an investigation to commence a complaint
needed to be made, she said that these were usually made by families but issues
were sometimes raised with the Commission by the coroner.
Canada
I was unable to locate organisations with a similar remit in Ontario or Alberta, the two
provinces in Canada that I visited. I met with a representative from the Ontario
Ombudsman who explained that they only have a remit to investigate the failings of a
government ministry, not individual complaints. While they were not investigating
deaths of learning disabled people, they had been openly critical of the failings of the
Ministry of Community and Social Services response to crisis in learning disabled
adults, see Nowhere to Turn (Ontario Ombudsman, 2016).
Care provider investigations
I met with a handful of care providers on my Fellowship travels and discussed with
them what processes they had in place to investigate deaths of people in their care to
identify any improvements needed to their services. I think it is fair to say that this
topic was not something that most of them had grappled with deeply, at this point in
time.
Indeed, discussions with staff at the NSW Ombudsman’s office revealed that they
were still working on getting providers to do a review when someone dies. It was felt
that deaths were often ‘chalked down to natural causes’ or providers felt that because
the Ombudsman and/or the Coroner were investigating, they did not need to also
investigate themselves.
One of the exceptions, in terms of at least having an explicit process, was IHC in New
Zealand. One of the examples that Rose Wall shared of a HDC investigation related to
the care provided by IHC, through IDEA Services, to a profoundly disabled young man
who drowned when left alone in the bath by his carers (HDC, 2016). It was unclear
whether the processes in IHC had been developed directly as a result of that death,
but when I met with Martyn Matthews and Claire Stewart they outlined their current
processes.
Their focus is on IHC improvement but they highlighted challenges in establishing an
accurate cause of death. To my mind the process described was a little fuzzy around
the edges. It is hard to know confidently whether a death requires further
investigation if the service provider is relying on the coroner’s certification or death
certificate, and the Coroner is in turn are relying on the information provided by the
provider staff, it all feels a little circular.
How can we be certain whether a death requires investigation if any review relies
solely on staff statements and the paper based records completed by colleagues of
the person investigating? While IHC staff were confident in their processes and that
their rates of preventable deaths were very low, I was not as assured and felt less
than confident. Given what we already know about apathy and bias, I am not sure
that we have much evidence that the police or hospital staff, who are making the
decision about whether to refer a death to the coroner, are necessarily best placed to
do so given the biases that we witness within society and existing systems.
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While it is welcome that IHC have a process in place to review deaths, I would like to
have seen it extended to include the input of families, where they are actively
involved in someone’s life.
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Appendix 4. Organisations, groups and individuals spoken with
ACADEMICS AND RESEARCHERS
Australia
Deakin University
Deakin University
La Trobe University
Queensland Centre for Intellectual & Developmental Disability
Southern Cross University (now Flinders University)
University of Melbourne
University of New South Wales
University of Sydney
Canada
CAMH, University of Toronto
McMaster University
Ryerson University

Dr Patsie Frawley
Hon Prof Kelley Johnson
Prof Chris Bigby
Prof Nick Lennox
Dr Sally Robinson
Dr Anna Arstein-Kerslake
Prof Julian Trollor, Prof Leanne Dowse
Dr Rebecca Scott-Bray

University of Ontario, Institute of Technology

Dr Yona Lunsky
A/Prof Ann Fudge Schormans
Dr Esther Ignagi, Kim Collins, Giselle, Eliza Chandler and
Kathryn Church
Dr Rob Balogh

New Zealand
Donald Beasley Institute
Open Polytechnic NZ
University of Otago
University of Wellington

Dr Brigit Mirfin-Veitch, Dr Jenny Conder, Dr Paul Milner
Neil Ballantyne
Dr Gill Rutherford
Dr Elizabeth Stanley

BEREAVED RELATIVES AND FAMILIES
Rachel Browne, Linda Till, Marilyn Dolmage, Susan Rudnick, Velvet Martin, 2 unnamed
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CARE PROVIDERS
Australia
Multicap
Li-Ve Tasmania
Sydney Children’s Hospital

Cole Naylor, Sharon Prendergast
Anna Holliday
Dr Laurel Minno, Maria Heaton

Canada
Neighborhood Bridges

Nicola Fairbrother and colleagues

New Zealand
IHC

Claire Stewart, Martyn Matthews

DISABLED PEOPLE AND ADVOCATES
Australia
Council for Intellectual Disability, NSW

Alanna Julian, Jim Simpson

Canada
Distory Group
Self Advocacy Federation, Edmonton
Survivors and campaigners, Huronia
New Zealand
Disabled Persons Assembly NZ
People First NZ
FREELANCERS, ACTIVISTS AND ALLIES
Australia
Aine Healy
Anna Holiday
Barbel Winter

Leah, Pat, Nicholas, Robert, William
Keri, Nicole
Antoinette, Barri, Cindy, CarrieAnne, Harold, Jim, Marie,
Marilyn, Mitchell
Dr Esther Woodbury
Cindy Johns, Robert Martin

Ideas Info Action
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Canada
Deborah Prowse QC
New Zealand
Sharon Brandford
Paul Gibson
GOVERNMENT AND STATUTORY SERVICES
Australia
Commission for Children and Young People, Victoria
Human Rights Commission Australia
NSW Ombudsman
Office of the Disability Services Commissioner, Victoria
Office of the Public Advocate, Victoria
Canada
Alberta Justice and Solicitor General
Ontario Ombudsman
Ministry of Community and Social Services, Alberta
Ministry of Social Development and Poverty Reduction, British
Columbia
New Zealand
Health and Disability Commissioners Office
Ministry of Health

former Alberta Health Advocate
Consultant on Disability Support
former Disability Commissioner, Human Rights Commission
New Zealand

Mark Evenhuis, Siobhan McCann
Alastair McEwin, Disability Discrimination Commissioner
Kathryn McKenzie, Director Disability
Systemic Review Team, Reportable Incidents Team
Fiona Fyffe and Systemic Review Team
Laurie Harkin, Commissioner
Miranda Bruyniks, Deputy Commissioner
Dr John Chesterman, Deputy Public Advocate
Jennifer Fuchinksy, Fatal Inquiry Coordinator
Jennifer Stengel, Director
William Cutbush, Investigations Manager
Roxanne Gerbrandt, ED Disability Supports Branch
Arlene Ehl, Manager, Office of the Advocate for persons with
Disabilities
Leanne Dospital, Advocate for Service Quality

Rose Wall, Deputy Commissioner
Two representatives (unnamed)
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HEALTHCARE IMPROVEMENT AND PATIENT SAFETY
Australia
Clinical Excellence Commission, NSW
NSW Agency for Clinical Innovation ID Network
Patient Opinion Australia
Canada
Canadian Patient Safety Institute

Bernadette Eather and Patient Safety Team
Maria Heaton
Michael Greco and colleagues

Health Quality Ontario

Ioana Popescu, Patient Safety Improvement Lead
Sandi Kossey, Senior Director Strategic
Lee Fairclough, Vice President Quality Improvement

New Zealand
Impac

Richard Gibson

JOURNALISTS
Canada
Hamilton Spectator

Susan Clairmont

LEGAL AND CORONIAL
Australia
Coroner, Retired
Coroners Prevention Unit, Victoria
Coronial Inquest Unit, NSW
Victorian Institute of Forensic Medicine

Hugh Dillon
Ashne Lamb, Mick Boyle
David Evenden
Prof Joe Ibrahim, Prof David Ranson

Canada
ARCH Disability Law Centre, Toronto
Death Investigation Oversight Council, Ontario
Office of the Chief Coroner and Ontario Forensic Pathology
Service

Rob Lattanzio
Christine McGoey, Chair
Lucille Perreault, Public Board Member
John McBeth and secretariat colleagues
Dr Reuven Jhirad, Deputy Chief Coroner
Liz Siydock, Family Liaison Coordinator
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New Zealand
Barrister and Researcher
Coroner, Retired

Warren Forster
Unnamed

Presentations and workshops given
University of NSW
Melbourne Law School, Disability Human Rights Clinic
CAMH
Conferences and workshops attended
Disability Matters Otago
Metro South Health Workshop [Paige Armstrong, Queensland Disability Network; Mary Burgess, Public Advocate
Queensland]
NSW Ombudsman Training Workshop: Handling Serious Incidents in the Disability Sector
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