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Message from the Chair of The Review

Message from the Chair of The Review

In submitting our final report to Scottish

Ministers, | wish to take the opportunity to

g

express my gratitude to several people.

My main thanks go to my colleagues on the
Executive Team — Alison Rankin, Karen
Martin, Graham Morgan, Professor Jill

Stavert and Professor Colin McKay. They are

all experts in this area. They inspired me and

kept me right.

Likewise, | am grateful to the members of our secretariat who have seen

us through the challenging period of the pandemic to final publication.

Our advisory groups and reference groups greatly assisted us in taking
our work from initial thoughts to provisional proposals on which we were
able to consult. | wish to thank the many individuals who gave their time,
shared their knowledge and acted as liaisons to wider networks of
practitioners and lived experience voices (always including the voices of

carers).

The many consultation responses we received also helped to shape our

final recommendations.

That we have managed to complete this major review in just over three
years is due to the knowledge, lived experience, common sense,
commitment, humour and enthusiasm of all of these colleagues and

contributors.



Message from the Chair of The Review

When | took up my role as a Judge in May, | was anxious to see this
review through to the end. | am therefore grateful to the Lord President,
Lord Carloway, and the Minister for Mental Wellbeing and Social Care,

Kevin Stewart, for agreeing to allow me to do so.

| am grateful to the many practitioners who have helped us to identify
improvements as well as current good practice. Their collaborative

approach has made our job easier.

We have also been greatly assisted by discussions with international
colleagues who have helped us to gauge progress against developing

human rights standards across the world.

Finally, | wish to record my sincere appreciation for the generosity of
those who have shared their lived experience with us in the hope that
others would fare better in our mental health systems. | feel humbled to
have heard what they shared and join in their hope that what follows will

be better for everyone.

John Scott KC Solicitor Advocate

Edinburgh

26 September 2022
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Glossary of Terms

Below are some common terms used within the report. There will also be definitions

of other terms in relevant sections of the report.

2000 Act or The Adults with Incapacity (Scotland) Act 2000

AWI Act

2003 Act or The Mental Health (Care and Treatment) (Scotland) Act
Mental Health 2003.

Act

Adult Support The Adult Support and Protection (Scotland) Act 2007
and Protection
Act (ASP)

11



Glossary of Terms

Advance Under sections 275-276C of the 2003 Act, an advance
Statement statement is a statement by a patient setting out the way in
which they want to be treated or treatment they do not want
for their mental health condition. Doctors and the Mental
Health Tribunal for Scotland need to pay attention to the
advance statement and should not override it without
justifying why they have done so. The Mental Welfare

Commission holds a register of advance statements.

Advocacy Under section 259 of the 2003 Act, people affected by the
Act have a right to independent advocacy, and health
boards and local authorities must ensure independent
advocacy services are available. ‘Advocacy services’ are
defined as ‘services of support and representation made
available for the purpose of enabling the person to whom
they are available to have as much control of, or capacity to
influence, that person’s care and welfare as is, in the

circumstances, appropriate.’

Autonomy The ability to be the author of one’s own life and have one’s

will and preferences respected.

12



Glossary of Terms

Capacity Capacity in mental health and incapacity law can mean
either mental capacity or legal capacity. Mental capacity is
the ability to understand and make a decision. Legal
capacity is the ability in law to undertake legally valid
transactions, like consent to treatment or to hold a particular

status like owning property.

Child and The UNCRC states that a child is anyone under the age of
young person 18. In Scotland, for most purposes a child is someone aged
under 16. In general, duties on public bodies or
professionals to pay special attention to children and young
people apply to anyone aged under 18, but provisions
regarding the decision-making ability of the child, such as
on medical consent, or appointing a named person, apply to
children aged under 16. We use the term ‘child and young

person’ to mean someone aged under 18.

Collective A group of people who are all facing a common problem
Advocacy and have had similar experiences get together to work on
specific issues and have their voices heard. The group as a

whole may campaign on an issue that affects them.

13



Glossary of Terms

Compulsion

A provision for a person to be treated or detained without
their consent. There are several different types of orders
authorising compulsion under the Mental Health (Care and
Treatment) (Scotland) Act. These include: emergency
detention certificates (up to 72 hours); short term detention
certificates (up to 28 days); and compulsory treatment
orders. These orders are sometimes known as civil orders.
Some provisions of the Adults with Incapacity Act or Adult

Support and Protection Act may also involve compulsion.

ECHR

European Convention on Human Rights

14



Glossary of Terms

Equality and
Non-

Discrimination

All human rights should be enjoyed equally by everyone

without discrimination.

The UNCRPD makes it clear that:

e A diagnosis of mental disability or mental
incapacity can never justify restrictions of
autonomy through, for example, detention and
other non-consensual interventions or protective

measures.

e Support is required to ensure equal rights
enjoyment by persons with mental disabilities.

-Any decision taken without a person’s consent and related
restriction of their rights must be based on the same criteria

as for all persons.

GRT

Gypsy, Roma, Traveller persons

15



Glossary of Terms

Human Rights We all have human rights. These are basic rights and
freedoms, based on our common humanity. Human rights
are outlined in law and they set out a minimum standard
for how we should all be treated by state organisations,
including the NHS and local authorities.

At an individual level, while we are all entitled to respect
for our own human rights, we should also respect the
rights of others. Human rights apply to everyone,
regardless of age, disability, gender reassignment,
marriage and civil partnership, pregnancy and maternity,

race, religion or belief, sex and sexual orientation.

They cannot be taken away except in specific, pre-
determined situations and according to law. However, it's
important to recognise that there are different types of

rights. In particular there are absolute rights and qualified

rights.
Human rights- Empowering and enabling people to know about and claim
based their rights and increasing the ability and accountability in
approach giving effect to these rights.

16



Glossary of Terms

ICESCR International Covenant on Economic, Social and Cultural
Rights

Mental Currently defined under section 328(1) of the 2003 Act as:

disorder

a. Mental illness;

b. Personality disorder; or

c. Learning disability.

The Act also states that certain behaviours or personal
characteristics do not, in themselves, constitute mental
disorder, including sexual orientation, anti-social behaviour,
or acting imprudently.

Mental Health A social worker with a special qualification who is able to
Officer (MHO) carry out various functions under the 2003 Act and the
Adults with Incapacity Act, including approving emergency
and short term detention and reports in relation to

compulsory treatment orders and guardianship.

17



Glossary of Terms

Mental
Welfare
Commission

for Scotland

A public body established under Part 2 of the 2003 Act to
protect the human rights of people with mental iliness,
learning disability, dementia and related conditions. The

Commission visits hospitals, prisons and other institutions,

(MWC) investigates cases of possible deficiency in care, promotes
good practice and provides advice and guidance.
PCREF Patient and Carer Race Equality Framework
You are protected under the Equality Act 2010 from these
Protected types of discrimination:

Characteristics

e Gender Reassignment

e Marriage and Civil Partnership
e Pregnancy and Maternity

e Race

¢ Religion Or Belief

e Sex

e Sexual Orientation

o Age

e Disability

18



Glossary of Terms

PSED Public Sector Equality Duty

Risk The possibility of loss, danger or harm to self or others.

SIDMA Significantly impaired decision making ability. To trigger civil
compulsory care and treatment (emergency detention, short
term detention and compulsory treatment orders) under the
Mental Health Act the patient’'s mental disorder must cause,
or be likely to cause, significantly impaired decision-making
ability about medical treatment.

Supported Supporting a person’s decision-making ability to ensure that

decision their will and preferences are respected. In law this is

making referred to as a person exercising their legal capacity.

The Executive The Executive team is the independent group of people

Team who are making recommendations about changes to the
law in this area. The chair is John Scott, KC, Solicitor
Advocate. Full details of the team are found on the Review
website.

19



Glossary of Terms

The Mental A Tribunal established by the Mental Health (Care and
Health Treatment) (Scotland) Act 2003 to check whether it is right
Tribunal for that a person needs compulsory treatment under the
Scotland Act. Tribunal meetings which makes such decisions

(the Tribunal involves a group of three people, known as the panel. Of

or MHTS) these three people one will be a lawyer, one will be a doctor

and the third will be a person who knows about mental
disorder such as a nurse or a social worker. Some panel
members have lived experience or provide unpaid care to
someone with lived experience. Tribunal meetings are often

called hearings.

The Rome The Independent Review of Learning Disability and Autism
Review in the Mental Health (Care and Treatment) (Scotland) Act
2003, chaired by Andy Rome, reported at the end of 2019.

UNCRC United Nations Convention on the Rights of the Child.

20



Glossary of Terms

UNCRPD

United Nations Convention on the Rights of Persons with

Disabilities.

21



Introduction

Lived experience and human rights are at the heart of the Scottish Mental Health
Law Review. This Review is the vehicle chosen by the Scottish Government to start
the process of re-establishing our mental health and capacity law as among the

foremost in the world.

In line with human rights thinking and principles, the voices of lived experience — of
people - have been represented throughout every aspect of our work — on our
executive team which is at the heart of our decision-making, on all advisory groups
and on a specific lived experience reference group established following discussion
with colleagues with lived experience (although we are well aware that these
demarcations can be clumsy and fail to reflect that many who come forward with
lived experience are also practitioners and many who come forward as practitioners
have lived experience). These voices have been crucial in informing our work and
our vision of mental health, incapacity and adult support and protection law as
outlined in the recommendations in this report. They have served as a constant
reminder that the significance of the law is in how it affects the lives of people, of
individuals, in their everyday lives. The Review was established in recognition of
agreement across lived experience and practice that we can do better. Apart from
listening carefully to the varied voices of lived experience — including always the
voices of unpaid carers -, how best to proceed in order to improve our law? This is
where human rights come into focus again but more widely than the civil and political

rights which are those most commonly discussed.

The first draft of our Terms of Reference in 2019 included specific mention of
economic, social and cultural rights including the Convention on the Rights of
Persons with Disabilities (UNCRPD) (signed by the UK in 2007, in force in 2008 and
formally ratified by the UK in 2009). That was particularly reassuring. Setting up an

independent review with economic, social and cultural rights in the remit is an

22
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Introduction

unusual and a bold statement of intent. It can be seen as part of a wider recognition

by the Scottish Government of the implications of international human rights treaties.

Human rights also underpinned the last fundamental review of the law in this area,

undertaken in 1999/2000 by the committee chaired by the late Rt. Hon. Bruce Millan.

That review followed the introduction of the Human Rights Act 1998 (and Scotland

Act 1998) which incorporated ECHR into our national law. (Our Executive Team
members Graham Morgan and Colin McKay both played important roles in that
review as well as in ours, assisting us with continuity as well as recognition of areas

where the law had failed to achieve some of the ambitions of the Millan Committee).

Our current Adults with Incapacity law also has a history of progressive thinking,
dating back to the early 1980s when, amongst others, Adrian Ward MBE, (Convenor
of the Law Society of Scotland’s Mental Health and Disability Committee) wrote
papers advocating for major reform. This led to a 1995 report by the Scottish Law
Commission which included a draft Bill which formed the basis in 2000 of the first
major piece of legislation passed by the Scottish Parliament, the Adults with
Incapacity (Scotland) Act 2000. That legislation followed pressure from the Alliance

for the Promotion of the Incapable Adults Bill, an impressive coalition of over 70

professional, voluntary and user groups.

Our current law on adult support and protection, the Adult Support and Protection

(Scotland) Act 2007, also comes from work by the Scottish Law Commission going
back to 1997 and earlier.

Human rights are critical to our recommendations but talk of human rights
sometimes risks missing the people, the individuals whose rights are least
recognised. That is where the voices of lived experience, including unpaid carers,

assisted in guiding us.

23
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Introduction

It is right that the law in these areas should be kept under review periodically,
especially when there have been relevant changes in society and the law. The 22
years that have passed since Millan, the 2000 Act and the 2007 Act have seen a
number of developments in culture, thinking, classification and law in the field of
mental health, including human rights. The Covid-19 pandemic has also highlighted
the importance of social contact for mental health as well as our vulnerability, not

least to isolation and loneliness.

The UNCRPD has been a significant catalyst in promoting the rights of people with
disabilities both mental and physical. While not as widely known or understood as
ECHR, it has been a source of hope for disabled people who want society to

recognise its inherent role in creating disability and do something to address this.

Our courts have had 23 years to develop our jurisprudence on human rights, mindful
of, but often questioning, the developing jurisprudence of the European Court of
Human Rights. The as yet unincorporated UNCRPD has not had anything like this
recognition in our domestic law. That should change with the Scottish Government’s
forthcoming Human Rights Bill. In the National Taskforce for Human Rights
Leadership March 2021 report, Professor Alan Miller, co-chair of the National
Taskforce, described such a move as ‘by far the biggest step taken in Scotland’s
human rights journey’. He continued, ‘This proposed new framework would, for the
first time, put in a single place the range of internationally recognised human rights —
civil, political, economic, social, cultural and environmental — which belong to

everyone’.

Mental health, capacity and adult support and protection law must be an important

part of the new framework.

Developments in the area of mental health law have occurred nationally and

internationally. Despite some progress, significant issues remain in Scotland. There

24



Introduction

are concerns about the extent of deprivation of liberty of those diagnosed with
'mental disorder' as defined by current legislation in Scotland. Despite the hopes of
the Millan Committee, stigma persists in society and practice and continues to find a
place in the language of deficit inherent in some crucial legal terms (“mental
disorder” being just one example). We aim to continue the journey of the language in
this area towards names, words and phrases that better reflect the feelings of the
individual and meaningful enablement — what they can do, rather than what they
cannot do without greater support, adjustment and accommodation.

Although there is wide recognition that things can be done better, there are many
impressive individuals already pushing for and implementing improvements within
existing legal frameworks in various countries throughout the world. Often this is
done by ensuring continuity of personnel and the development of trusted
relationships. This is an area of law and practice in which it is helpful to see our
country as part of an international community that is trying, learning, succeeding and
failing, all in the pursuit of something better. That is how we have viewed it and,
especially in the last year, we have been helped by input from a range of experts in
international law and practice, including those who are experts by dint of lived

experience.

Our overall lifespan has been a little over 3 years. We have consulted widely — twice
now by way of significant calls for evidence or consultation. Obviously the pandemic
has affected how we were able to engage and how others were able to engage with
us. Despite this, we have been overwhelmed throughout the time of our work by the
contributions from individuals and organisations across lived experience, including
unpaid carers, and practice. Many people made great effort to ensure that we heard
from them. We did our best to reach out to hear from others. Practitioners and their
organisations have also greatly assisted us in our work, helping us in our aims to be
ambitious but also informed by the reality of stretched resources and services with

fewer practitioners than are needed even with the law as it is.
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We have sought to ensure that few of our recommendations come as a surprise.
Indeed, many will recognise their input in what we recommend. We shaped
proposals based on consultations, evidence and feedback. Our final
recommendations represent the development of those proposals after further
consultation in recent months. We are grateful to all who have taken the time to

assist us with evidence, thoughts and suggestions.

We have sought throughout to follow the PANEL principles —

e Participation

e Accountability

e Non-discrimination and Equality
e Empowerment

e Legality

We have engaged over the last 2 to 3 years with many individuals, groups and
professional and lived experience (including unpaid carers) organisations. It is clear
that our work is being followed carefully by many and that we bear a weight of

expectation as well as nervousness.

We appreciate it is unlikely that all who follow our work will be happy with the
eventual recommendations — too little, too late or too much and too soon. We are
encouraged and reassured that so many people have stayed the course with us and
have continued engaging with us even during the last few months. It is typical of the
openness and generosity with which so many have shared their thoughts and
experience with us. We hope that the Government can find a way to use some of the
expertise that has assisted us in the realisation of our recommendations. The voices
of lived experience, including unpaid carers, should continue to be central to future

planning and implementation and is indeed required by Article 4(3) UNCRPD.
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The recognised human rights principle of progressive realisation is not for everyone.
Some see human rights, in particular UNCRPD and its interpretation by the UN
Committee, as a means of tearing down the whole house - pulling all our existing
systems down and starting from scratch. Those who have followed our work will
know that we have not been persuaded that an absolutist approach is as yet
possible or even necessarily desirable. In part, our approach has been informed by
listening to some of the voices of lived experience, including unpaid carers, who
have said to us — if it's all pulled down, what is to become of us? Who will support us
and even, in some situations, protect us from ourselves or others? And such an
approach neglects the important work which has been, and is being done, saving or

restoring many lives along the way.

Recognising that they do not speak with a single voice or hold a single view, we
have heard from those with lived experience (including unpaid carers) including
those who work in the Review at every stage, and they know that our systems can
be better than they are but see the benefit of progressive realisation, especially when
the vision of the UN Committee on the Rights of Persons with Disabilities has not,
despite UN recognition and approval of progress in a small number of countries,
been fully realised anywhere on the planet. While we still aim to be reach further
than we can currently see, it would be irresponsible to accelerate far beyond what
we know can be safely achieved with existing resources and services. However, at
the same time, the issue of resourcing and service capacity must not be
unnecessarily or discriminatorily used to prevent or delay progress. Our proposed
reframing of the law around an expanded appreciation of human rights will move us
forward although we recognise that it does not offer a final destination. These are
areas of law that should always be kept under review and subject to detailed
reconsideration as we keep track of developments in knowledge, practice, culture

and human rights.

It is probably uncontroversial to say that this area of law should be about putting the

individual at the centre. No doubt that has been the aim in the past. Using human
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rights and an asset-based or capabilities approach, it may be easier to see the
individual in the round — as a citizen, as a person - rather than a service-user or a
patient. This ties in with the healthy approach to human rights which has been a
hallmark of the Scottish Government and Scottish Parliament in recent years.

Our vision is of renewed emphasis on the decision-making of the individual, with
autonomy at its heart and support whenever necessary. Empowerment or, as we
have called it, enablement of the rights of the individual will proceed on that
foundation. The law will be more about positive recognition of autonomy and rights of
the individual rather than restricting what the State can do to them. Such restrictions
on the power of the State will still be important but our proposed reframing will be a

big step towards a rights respecting culture.

What happens next is obviously key. Some of the change we have in mind, that can
be achieved without changes in the law, should start now or soon. To be effective,
changes in the law often need to be accompanied by changes in culture. Thatis a
process in which we all have a part to play. It will take some time but can start now.
Not all the progress intended by the Millan Committee has taken place despite the
passage of 22 years. We hope that the progress envisaged by that Committee and

this Review will be achieved in much less time than that.

When law and culture shift together, the end result can be inspirational and lasting.

The pandemic has changed much in society, although, for better and worse, we are
starting to see some things return to how they were before. One of the striking
aspects of the last three years has been increased discussion of mental health as
something for everyone. We hope that such discussions can assist in moving us on

as a society, underpinned by our recommendations for changes in the law.
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As acknowledged by the Millan Committee, we are aware that resources and
services will be key to the success of any changes. That is beyond our terms of
reference but has been a key part of much of the evidence we have heard. Without
more resources and practitioners, the scope for continuity of personnel and
developing trusted relationships between the individual and those whose role is to

support and assist them will not happen.

In addition, some of the changes we recommend will involve greater co-ordination
across services, areas of practice and Government portfolios. The work of co-
ordinating all essential parts of current and future systems will not be easy. We hope
that it will be guided, as we have been, by the voices of lived experience (including

unpaid carers) and practice.
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Chapter 1: A law built on equality and human rights

1.1: Introduction

This Review was tasked with improving the rights and protections of persons who
may be subject to mental health, incapacity or adult protection legislation, because of
a mental disorder. We were asked to consider how equal and non-discriminatory
enjoyment of rights can be achieved and make recommendations that give effect to

the rights, will and preferences of the individual.

From the outset it was clear to the Executive team of the Review that what was
needed to achieve this was more than simply adjusting the current legislation to
ensure it upholds the human rights we may be familiar with in a more effective
manner. We are living in a time of change where outdated models of disability and
mental health support are slowly but surely making way for approaches reflected in
this quote from Thomas Hammarberg, a former Council of Europe Commissioner for

Human Rights.

‘From viewing disability as a personal problem that needs to be cured (the
medical model), we have come to see the source of the problem: the society’s
attitude towards persons with disabilities. This means that we have to act
collectively as a society in order to remove the barriers that hinder persons with
disabilities from living among us and contributing to our society, and to fight
against their isolation in institutions or in the backrooms of family homes.
Finally, there has been a shift from welfare policies and charity as the only tools

for dealing with disability, to an approach based on human rights and equality.’

In the recommendations in this report we go beyond changes to the law as we

currently know it, because we consider more radical change is needed to deliver

30



Chapter 1: A law built on equality and human rights

mental health, capacity and adult support and protection law grounded in human

rights.

Human rights law and principles do not exist in a vacuum. To be meaningful and
effective, they must exist in more than the prose and occasional lyricism of
international treaty obligations. They must be known, understood and put into
practice at all relevant moments. Often, rights are inter-related and incapable of
enjoyment without effective realisation of other rights, for example, social and
economic rights often underpin meaningful enjoyment of civil and political rights.

Gerard Quinn, UN Special Rapporteur on the Rights of Persons with Disabilities has
said that:

‘Transformation of mental health service provision must, however, be
accompanied by significant changes in the social sector. Until that happens, the
discrimination that prevents people with mental health conditions from leading

full and productive lives will continue.’

He made this comment at the launch of the World Health Organisation’s (WHO) new
‘Guidance on community mental health services: promoting person-centred and
rights-based approaches’ which affirms that mental health care must be grounded in
a human rights-based approach, as recommended by the WHO Comprehensive
Mental Health Action Plan 2013-2030 endorsed by the World Health Assembly in
May 2021.

When we talk about rights in this report, we mean the rights in the international
human rights treaties most relevant to mental health and capacity law, which include

the European Convention on Human Rights (ECHR), the United Nations Convention

on the Rights of Persons with Disabilities (UNCRPD), the International Covenant on

Economic Social and Cultural Rights (ICESCR) and the United Nations Convention
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on the Rights of the Child (UNCRC). We have also considered rights under the
Equality Act 2010 and the Public Sector Equality Duty which are explained later in

this chapter.

At present, ECHR rights carry greater legal weight in Scotland owing to their
incorporation into the UK and devolved Scottish legal frameworks. This means that
they have greater leverage in terms of enforceability. The combined effect of the UK-
wide Human Rights Act 1998 and the Scotland Act 1998 is that individuals may
enforce their rights through the national courts or tribunals and public bodies must
act in accordance with individuals’ ECHR rights. The positive obligations placed by
the ECHR on the UK to give effect to its rights are also such that the State is likely to
be responsible for actions of private bodies delivering health and social care services
that are contrary to ECHR rights. Additionally, courts and tribunals must interpret the
law in accordance with European Court of Human Rights jurisprudence. In Scotland,
devolved legislation that is incompatible with ECHR rights is invalid, unenforceable

and can be struck down by the courts.

The UNCRPD, ICESCR and UNCRC do not currently have the same legal status or
effect as ECHR rights in the UK and Scotland although the Scottish Government is
committed to their incorporation into the Scottish legal structure. The rights identified

in these treaties are still highly influential in the meantime.

The growing influence of, in particular, the UNCRPD and UNCRC in Scotland has
been apparent in recent years. This was evident in the Scottish Government’s 2016
UNCRPD Delivery Plan, the 2018 Scottish Government Review of the Adults with
Incapacity (Scotland) Act (AWIA) and requirement to reflect the UNCRPD in the
AWIA in Scotland’s Mental Health Strategy 2017-2017, as well as the 2018-2019
Independent Review of Learning Disability and Autism in the Mental Health Act. And,

not least, in the terms of reference for this Review.
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In response to the UNCRPD requirements, the Mental Welfare Commission for
Scotland published supported decision-making guidance in 2016 and, in the same
year, the Sheriffdom of Lothian and Borders introduced directions relating to Adults
with Incapacity (Scotland) Act applications reflecting aspects of UNCRPD
requirements. The process of embedding UNCRC rights in the Scottish legal
framework also commenced with the 2020 introduction of the United Nations
Convention on the Rights of the Child (Incorporation) Bill into the Scottish

Parliament.

Human rights can sometimes be explained or represented in an exclusionary
manner. Often, they are thought of as something for lawyers, courts or ‘other
people’. The truth, as yet not even nearly fully appreciated, is that they are for us all.
They may be most important, however, for the most vulnerable, the poorest and the
most deprived. International bodies like the United Nations, as well as our own

Scottish Government, are grasping this truth and attempting to make it real.

Our work is part of that process, and it involves improved awareness (for the public
and practitioners), participation by those with all types of relevant lived experience,
dissemination of good practice (not requiring changes in the law) and improved and
shared vocabulary (continuing to move away from the language of deficit and
discrimination). Finally, it will require changes in the law. Our work may well lead to
significant change, but it is also likely to require some changes to be made in stages,
not least for practical reasons relating to allocation of resources and shortage of key

personnel in some areas, both of geography and practice.

Throughout the report we explain what we think these changes should be and how

they could be achieved.

We need to remember, however, when considering all these changes, we are talking

about people. Not cases, examples, studies, but people who are impacted by
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changes made to legislation and practice in mental health, capacity and adult

support and protection law.

You will see throughout this report references to people’s experiences of the current
law. Often they make for concerning reading. We have heard of many positive
examples but, equally, many people have told us of their experiences which fall far

below the level of care any of us would be prepared to tolerate.

In thinking about how to tackle this, we were drawn to the Independent Care Review
for children and young people (Independent Care Review — The root and branch

review of Scotland's care system.) That review had a very strong focus on

experiences of services and identified what mattered to people. It led to “The
Promise’, an implementation programme built on foundations, including that ‘there
must be a compassionate, caring, decision-making culture focussed on children and

those that they trust’.

The need for compassion and care doesn’t end with childhood. We all need to
experience belonging, connection, safety and humanity. Law can set a framework in
place to nurture these things, and investment can promote them but neither can

‘make’ these happen.

We hope that by promoting a human rights-based approach to law and practice, that
fully takes into account the whole range of a person’s rights and equality in the
enjoyment of these rights, as has been developing since our existing law came into
force, a culture change across mental health, capacity and adult support and
protection law can be encouraged, and flourish in a way that so far it has not had the
opportunity to do. Sometimes this has been because staff have what seem like
impossible targets and restricted resources to carry out their work, and so, when
operating under extreme pressure with limited time, find they lack space to offer the

truly empathic support that many people crave and they would wish to give.
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Increased resources are clearly needed, but culture is not only about available

resources.

The main report of the Independent Care Review for children and young people

stated that :

‘To ensure the experience of being loved is possible and more probable,
Scotland must create an environment and culture where finding and
maintaining safe loving respectful relationships is the norm. That will involve
fundamentally shifting the primary purpose of the whole of Scotland’s ‘care
system’ from protecting against harm to protecting all safe, loving, respectful

relationships’.

In a similar way, as will be seen in more detail in the next chapter, we are looking for
a shift in the law from one which is primarily focussed on authorising and regulating
actions which may limit a person’s autonomy, to one where a person’s rights are
respected, protected, enabled and fulfilled. This will require a culture change,
building on legislative changes, to develop safe, compassionate and respectful
relationships between professionals and people with lived experience, including
unpaid carers. Relationships between professionals should also be considered here,

as well as relationships between people with lived experience.

This cannot be achieved in isolation. The recommendations for change made
throughout this report need to be developed and taken forward with full and equal
participation of people with lived experience of mental or intellectual disability,
including unpaid carers with lived experience of caring for someone with mental or
intellectual disability. It is only by sitting alongside and learning from people with
such experience that we can truly improve the daily experience of those affected by

the issues we are trying to resolve.
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When we talk about full and equal participation with people with lived experience and
unpaid carers, we mean enabling and supporting those people with the resources
that they need to participate in the work on an equal footing with others, and giving
equal weight to those contributions alongside professional contributions. At the end
of this report we talk about some of the lessons learnt in this Review. One of the
biggest lessons is how we can improve the way lived experience has an equal voice.
But, throughout the report, we emphasise the need to include people with lived
experience and unpaid carers at every juncture, be it making board membership
more equitable, ensuring proper representation on policy development forums or in

developing and delivering training. The duty on user focus in the Public Services

Reform ( Scotland) Act 2010 is a useful starting point for this, but we suggest that in

order to achieve true equity for people with lived experience, including unpaid carers,

we need to go beyond this.

To enable that involvement to be on an equal footing we need to think about the
resource required to deliver that. It could be the right IT equipment, payment or
recompense, the use of accessible language, a support person to talk things through
with, culturally aware interpreters, respite care, replacement care costs or even
simply allowing people a little more time. It will be different for every person and this

needs to be recognised and accounted for.

We recognise that changes cannot be made overnight. There is a well-developed
framework for giving effect to economic, social and cultural (ESC) rights of
progressive realisation. This means a State must take steps, to the maximum of its
available resources, towards achieving full realisation of these rights through all
appropriate means, including legislation.

The progressive realisation approach is of particular relevance in these very
constrained times. We are well aware that services are buckling under a perfect
storm of post-covid recovery plans, lack of resources on all fronts, rising energy

costs, and costs in general. Our recommendations will require significant input in
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funding as well as increase in staffing and service delivery. But for the realisation of
the right to health, and for all economic, social and cultural rights, as we detail in

chapter 6, progressive realisation is required.

And as is noted in chapter 11 on accountability, Scotland is required to take steps to
its maximum available resources to achieve these rights, through strategies and
programmes which are deliberate, concrete and targeted, and developed in line with
UN recommendations. Scotland should refrain from acting in ways that would
undermine or result in reducing each right (respect rights) and take actions to

prevent others from interfering with enjoyment of those rights (protect rights).

To fulfil these rights, Scotland will need to meet several specified requirements,
including in relation to budgeting, allocating resources, and demonstrating how
resources are deployed. These rights must be fulfilled without discrimination, with
understanding and inclusion of all vulnerable groups, and with the aim of achieving
“substantive equality”. Minimum core requirements for implementing these rights
include adopting a basic minimum threshold below which no one should fall.
Scotland must also exercise restraint in limiting rights and act to avoid regression.

We suggest a human rights-based approach to budgeting should be considered by
the Scottish Government. The Scottish Parliament has addressed human rights

budgeting through the work of the Equalities, Human Rights and Civil Justice

Committee.This means distributing resources in a way that puts people first. It
involves thinking how people’s rights are impacted by the way that money is raised,
allocated and spent. Specifically, budget decisions should reflect human rights
standards and the process of formulating, approving, executing and auditing the
budget should reflect human rights principles. Human rights are relevant to
budgeting because all governments must respect, protect and fulfil human rights.

The way they generate, allocate and spend money plays a key role in this.

We recognise we are making significant demands in very difficult times. But we were

tasked with making recommendations for legislative change that would reflect
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UNCRPD and ECHR requirements, and without proper resourcing, any change

would be severely limited.

1.2: Equality

1.2.1: Where we started

The Equality and Human Rights Commission (EHRC) states that equality is about

ensuring that every individual has an equal opportunity to make the most of their
lives and talents, and believing that no one should have poorer life chances because
of where, what or whom they were born or because of other characteristics. This

includes individuals enjoyment of human rights.

At the heart of the Convention on the Rights of Persons with Disabilities is equality.

The Committee on the Rights of Persons with Disabilities has stated:

‘The broadening of anti-discrimination laws and human rights frameworks has
led to extended protection of the rights of persons with disabilities in many
States parties. Nevertheless, laws and regulatory frameworks often remain
imperfect and incomplete or ineffective, or reflect an inadequate understanding
of the human rights model of disability. Many national laws and policies
perpetuate the exclusion and isolation of and discrimination and violence
against persons with disabilities. They often lack a recognition of multiple and
intersectional discrimination or discrimination by association; fail to
acknowledge that the denial of reasonable accommodation constitutes
discrimination; and lack effective mechanisms of legal redress and reparation.
Such laws and policies are commonly not regarded as disability-based
discrimination because they are justified as being for the protection or care of
the persons with a disability, or in their best interest.” (Committee on the Rights
of Persons with Disabilities 2018)
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We must ensure that this does not happen here in Scotland for persons with mental

or intellectual disabilities

Unlike some of the rights in the conventions and treaties mentioned earlier, the right
to equal treatment for those with protected characteristics is already enshrined in

law. The Public Sector Equality Duty (or general duty) in the Equality Act 2010 came

into force in 2011. This was developed to extend the race equality duty across the
protected characteristics. This means that Scottish public authorities must have due
regard to the need to eliminate unlawful discrimination, advance equality of
opportunity between those who share a protected characteristic and those that do
not, and foster good relations between those who share a protected characteristic

and those who do not. Compliance with the duty is a legal obligation.

The Act states that meeting different needs involves taking steps to take account of
disabled people's disabilities. It describes fostering good relations as tackling

prejudice and promoting understanding between people from different groups.

(Equality and Human Rights Commission). It states that compliance with the duty
may involve treating some people more favourably than others.

To achieve this, each listed authority must publish a set of equality outcomes which it
considers will enable it to better perform the equality duty and, in doing so, take
reasonable steps to involve persons who share a relevant protected characteristic or
are seen to be representative of those persons. A report on the progress made to
achieve these outcomes should be published by authorities at intervals of no more
than 2 years (The Equality Act 2010 (Specific Duties) (Scotland) Regulations 2012).

The Review talked to organisations and individuals involved in the wider mental
health system who had worked with, or been subject to, mental health and incapacity
legislation. We heard about the diverse experiences of people who felt discriminated

against due to a protected characteristic. Protected characteristics are the grounds
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upon which discrimination under the Equality Act 2010 is unlawful. We collected
feedback from third sector specialist ethnic minority organisations and a small
number of ethnic minority people with lived experience of accessing mental health

services. We didn’t speak to as many unpaid carers as we would have liked to.

Our engagement showed that there is a great deal of confusion about the public
sector equality duties. Based on the feedback we received, it seems that lack of
accountability and effective monitoring has meant that statutory bodies are marking
their own homework. We heard that the combination of equality duties and ESC
human rights obligations has exacerbated the confusion as both sets of duties are

often operating in parallel, often poorly.

We have considered recommendations which the Mental Welfare Commission made

to this Review in last year’s report on Racial inequality in Scotland . They outlined

the following suggestions:

‘Consider the findings on differential use of the law in its on-going review of
Scots Law in mental health. Consult specifically with organisations that
represent ethnically diverse communities. Publish the findings of these

consultations as part of the Review.

Consider the findings noting how some safeguards appear to be less well used
for ethnically diverse communities. Ensure that any recommendations for
changes to mental health laws protect the civil and political rights for all of

Scotland’s ethnic communities equitably.

Consider the findings on socio-economic disadvantage and detention under the
Mental Health Act, and how this is pronounced for people of colour. Ensure that
mechanisms to promote the economic, social and cultural rights of people who

are detained promotes these rights particularly for those that are most
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disadvantaged and who have been subject to greater restrictions on their

liberty.’

We also recognise the Fairer Scotland Duty, set out in legislation as Part 1 of the

Equality Act 2010, which requires Scottish Ministers (and named public bodies) to
consider actively what more can be done to reduce the inequalities of outcome

caused by socio-economic disadvantage when making strategic decisions.

This section covers the many issues raised by the different groups and organisations
we spoke to. Despite the diverse nature of the groups, the consistent message we
heard was that more needs to be done to achieve equal and non-discriminatory

enjoyment of rights as outlined in the Review’s terms of reference.

All the groups we spoke to described a shared general experience of discrimination,
hate and harassment. Although they may have different needs, they have

encountered similar experiences under mental health and incapacity law.

We specifically consulted with organisations that support ethnic minority
communities and LGBT+ groups. Unfortunately, we didn’t manage to hear from
Gypsy, Roma & Traveller communities but carried out our own desktop research to

identify the needs of these groups.

People with severe mental illness have on average 15-20 years shorter life
expectancy than the general population. Most of this reduced life expectancy is due
to a higher rate of physical conditions such as cardiovascular disease. Some of the
drugs used to treat severe mental illness can cause obesity and thus increase
cardiovascular risk. Mental disability has also been linked to lower socio-economic
status so people are more likely to be living in poverty, having difficulty getting or
keeping a job, being lonely and isolated, all of which might lead to a reliance on

welfare benefits from the State. When these factors are coupled with discrimination
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due to other protected characteristics, such as belonging to an ethnic minority and/or
being LGBT+, then the experience of discrimination will likely become more intense

and be experienced as multiple or intersectional discrimination.

There are several different terms used to describe race which are often used
interchangeably, e.g. Black and minority ethnic; Black, Asian and minority ethnic. For
ease, we have decided to use the term ethnic minority people or communities,
although we have not changed terms used by respondents when quoting from

responses.

Also, for ease and inclusivity we have used LGBT+. That covers a range of people

and we are aware that not everyone will share the same barriers.

Sensory impairment is the common term used to describe Deafness, blindness,

visual impairment, hearing impairment and Deafblindness.

We received responses from organisations representing and working with Deaf,
deafened and patrtially hearing people. We refer to this group as Deaf, deafened and
hard of hearing collectively whilst recognising they won'’t all share the same

experiences or cultural references.

1.2.2: What people told us

Below we describe the experiences of people we heard from. To avoid repetition, we
highlight the issues which were raised by more than one equality group.

We were told that there is an imbalance of power between the mental health
professionals working in the system and people who access services. Our
engagement with the LGBT+ community highlighted that, for people who don't fit the

societal ‘norm’, this feeling is further magnified.
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Racial inequality

The MWC Racial Inequality in Scotland report includes research into the experiences
of ethnic minority people in the mental health system. It provides a stark insight into
the multiple barriers faced by people. The findings from our discussions reflected the
findings of the MWC and reinforce the disparities about how the law is applied to

ethnic minority communities.

Our engagement has shown us that ethnic minority people are more likely to
experience poor mental health and need interventions from services, but because of
barriers which we will explore in more detail throughout this section, they are less
likely to receive the support and treatment they need. The reasons for poorer
physical and mental health are multifaceted and it is critical that services understand
the reasons behind this in order to provide appropriate support.

Through our consultation it has become clear that, often, we do not recognise the

multiple barriers people will face.

People told us about their experiences of hate crime, reported by both ethnic
minority and LGBT+ communities - a crime, it was felt, that the police did little about
and omitted to report in many cases. Through our engagement we encountered
frustration about the gaps between the Scottish Government policy position on
issues around race and racism and the implementation of those policies and the

experiences of ethnic minorities.

The rates of racist hate crimes reported to police far outnumber other forms of hate
crime, yet often ethnic minority people who do report acts of racism have told us that
they don’t feel listened to or taken seriously. Participants in our engagement events
told us about how these experiences contribute to poor mental health. This echoes
many of the findings of the MWC report.
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Some of the examples we heard illustrated how reports of racism can be perceived
as evidence of paranoia or being overly sensitive. People felt that there was a lack of
recognition about the corrosive impact of everyday experiences of discrimination and
racism, such as hate crime, on the mental health and wellbeing of ethnic minority
people. Questions such as “where are you really from?” emphasise a feeling that the
person doesn’t belong even if they were born here. This can have an impact on
mental health, sense of belonging and exacerbate feelings of isolation and
‘otherness’. It would be helpful to build upon the evidence base on mental iliness
amongst ethnic minorities in Scotland, including any notable differences between
groups, particularly as trends indicate increasing numbers of ethnic minorities living

in Scotland.

Sir Simon Wessely led a recent review of England and Wales’ Mental Health Act.

The final report from that review wrote that (Wessely et al, 2018, p.56):

‘The [UK] government noted with concern the disproportionate number of
people from black and minority ethnicities detained under the Mental Health
Act. Whilst experiences vary across different ethnic minority groups, we were
particularly concerned by the excessively poorer experiences and outcomes of

individuals from black African and Caribbean communities...”

The Wessely Review recommended a targeted approach to addressing racial
inequality, inequality which was particularly evident in the disproportionate use of
Community Treatment Orders with Black people under England’s mental health law.
That Review’s final report set out a wide range of measures, including some general

approaches (Wessely et al, 2018, page 57), but concluded that:

‘The key to our proposals to reduce disparities and discrimination is via the
[Patient and Carer Race Equality Framework] PCREF across health and care
services. The input of regulatory organisations such as the Care Quality
Commission and the Equality and Human Rights Commission is key to

supporting improvement in equality of access and outcomes across public
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bodies, ensuring consistent due regard to existing statutory duties such as

those under the Equality Act.”

We spoke with Jacqui Dyer MBE and Zoe Reed, who are leading South London and
Maudsley NHS Trust’s work on PCREF. Once developed, PCREF will be rolled out

by NHS England across all mental health trusts and will form part of Care Quality

Commission (CQC) assessments. PCREF is the NHS England accountability
framework to eliminate the unacceptable racial disparity in Access, Experience and
Outcomes of Black, Asian and Minority Ethnic communities, and to significantly
improve their trust and confidence in mental health services. The PCREF
accountability framework comprises three components - Statutory and Regulatory
Obligations; Organisational Competencies; and Patient and Carer Feedback

mechanism.

That approach has the potential to address discrimination in a targeted way,
alongside actions which address discrimination through ‘mainstream’ measures. We
see value in a combination of measures to address racial discrimination in general,
plus measures to address racial discrimination specifically in the use of orders and in
the use of coercion (as described in chapter 9). In our view, Scottish Government
should address racial discrimination though both targeted and mainstream

approaches.

Recent work by the Mental Welfare Commission has shown how orders have been
used disproportionately with different ethnic communities in Scotland as discussed in
chapter 9 (MWC, 2021). It is clear that Scotland, like England, has a serious issue
with racial inequality in the use of mental health detention, and compulsory care and
treatment. If Scotland takes a targeted approach similar to England to address this
issue, this could include an equivalent of the PCREF being developed by the NHS in
England, with a comparable approach to enforcement. In Scotland, enforcement may
involve the Equality and Human Rights Commission (ECHR), the Mental Welfare
Commission, the Care Inspectorate and Healthcare Improvement Scotland.

There may also be a need for targeted approaches for other communities which are

discriminated against. For each community, there will be a need to link
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developments to that community’s own sense of identity and culture, in addition to
universal approaches to improving the application of the law and experiences of

services for all.

We expect that our recommendations on economic, social and cultural rights will
contribute to addressing inequality in general, including ethnic inequalities. These

are recommended in chapter 6.

In our view, the development of community-driven and alternative, non-institutional
support structures is fundamental to tackling mental health inequalities for ethnic
minority communities. There must be considerable engagement with groups affected
by these practices to effectively understand rising rates in detention. Culturally
appropriate collective advocacy is needed to give a voice to those communities who
experience racism in relation to mental health law and services. Collective advocacy
is important in general, as described in chapter 11, but we think that it will have a
particular importance in this area. People who experience both mental ill health and
racial discrimination will be particularly discriminated against, may be exceptionally
isolated and disempowered, and may be particularly vulnerable if they raise
challenges. Regional and/or national approaches to this collective advocacy may be

required, but this must be determined by the people who would use it.

It is clear to us that with a few exceptions, Scotland has not invested in
understanding the impact which systemic racism has on mental health in general,
and specifically in relation to rates of detention and compulsory treatment. It is our
view that effective solutions to this issue can only emerge by resourcing and
empowering leaders in Scotland’s minoritised ethnic communities to find, develop

and implement solutions within their communities.
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Language and communication

Language was frequently mentioned as a barrier to needs being met. Many of the
people we spoke to highlighted the importance of effective language services,
including BSL interpreters which were seen as a very important enabler for deaf
people and English interpreters for people with low English proficiency, for accessing

the support that they needed.

‘Most deaf people are not aware of the services available to the general public;
even if they are, they still face a longer wait (compared to their hearing peers)
due to factors such as mental health practitioners having difficulty finding an

available BSL/English interpreter’ (British Deaf Association)

The lack of provision of aids to communication conflicts with the reasonable
adjustments duty required under section 20 of the Equality Act 2010, which requires
service providers and those exercising public functions to take positive steps to
ensure that disabled people can access those services. It should be noted that this
duty is anticipatory and therefore it is not sufficient for service providers to make
adjustments on a case by case basis.

This section of the Equality Act also extends to the provision of information. Many
people we spoke to felt like they had persistently raised this issue but had seen little
improvement. All materials providing information about mental health, capacity and
adult support and protection law and services should be available in a format that
everyone can understand whether this means the ability to translate into different
languages or a format that recognises and is accessible for those who have sensory
impairments. This extends to all information published by the Scottish Government

and statutory services.
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Cultural awareness and stigmatisation

We were told that information and services aren’t always developed with sensory
impairments and cultural competence in mind. Some people described how many
GP practices are now only holding appointments over the telephone. This does not
accommodate for deaf people or people with low English proficiency and is

incongruous with the duties set out above.

‘Deaf BSL users have always felt on the fringes of the dominant hearing
society. This is often the case due to previous past experiences of oppression,
discrimination and unconscious bias coupled with a lack of understanding and

BSL awareness.’(British Deaf Association response to consultation).

Stigmatisation was frequently mentioned as a barrier to seeking help and working

with mainstream services.

We spoke to a third sector organisation that specialised in supporting people from
Eastern Europe. They explained that the stigma attached to mental health in Poland
is such that people are reluctant to seek help for their symptoms. This is of particular

significance for men. The ‘Mental Health and Suicides amongst Polish Men in

Scotland’ report found that ‘The self-stigmatisation of men with problems as being
inferior and not masculine enough leads them to avoiding the reflections and their

feelings and emotions for fear or being judged.’

We were told many times about the importance of providing appropriate services for
men and women, bearing in mind that women can sometimes find it easier to ask for
help, whereas, with men, the service might need to be ‘disguised’. This might
happen through initiatives such as Men’s Sheds, where men access support in a

relaxed non-threatening environment and are often signposted to statutory services.
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This sense of stigma and reluctance to acknowledge early symptoms of mental
disability has been echoed by other third sector organisations supporting people

from ethnic minority communities with links to Africa and South Asia.

We learnt that in some cultures there are negative associations attached to the
language that we use to describe mental or intellectual disability in Western culture.
This was illustrated in the recent racial inequality report by the Mental Welfare
Commission. A group of carers for ethnic monitory people explained that the term
‘mental health’ translates as ‘mad’ in some languages and people ‘did not want to
advertise their problems to others around them, including in faith groups’ (Racial

Inequality Report Scotland)

It is important that services recognise how stigma can affect people seeking help
from different communities and work flexibly to ensure that everyone has the same

opportunities.

Equally it is important that gateways to seeking support are culturally sensitive.
Suggestions from specialist ethnic minority organisations included more discreet
services for South Asian women for example or ‘initiatives [that are] focused on

physical activities, such as sport for Polish Men’ (Mental Health and Suicides

amongst Polish Men in Scotland).

We heard that Eastern European people who have moved to Scotland in search of
jobs and opportunities can experience significant levels of mental health issues.
Some people feel the isolation of leaving behind family, friends and support networks

and the difficulties around settling into a new culture.

Although Gypsy, Roma, Traveller (GRT) people have been recognised as an ethnic
minority in law since 2008, they don’t always benefit from the protection which that

should bring and can experience high levels of discrimination and persecution.
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For example, we know from an EHRC report that GRT people are still refused
registration with some GP practices even though proof of address is not essential.

GRT people experience the poorest health outcomes of all minority ethnic groups.

This evidence highlights that additional intervention or effort is necessary for
particular groups to ensure that there is equity for everyone in relation to services
and treatment. This should be acted upon in accordance with the PSED which states
that compliance with the duty may involve treating some people more favourably
than others.

Challenges of a universal approach

We heard from organisations who told us that the way mental health services have
tried to meet the needs of everyone with a universal approach leaves some groups
having poorer outcomes. We repeatedly heard about how statutory services are not
meeting the needs of a diverse population. Some respondents described the mental
health system as being ‘institutionally racist’ because it consistently fails to meet the

needs of marginalised people.

‘[F]air treatment does not mean that uniform treatment is positive. [To achieve
this] we must recognise the intersectional dynamics of race, sex, gender and
sexual orientation and how these may influence the prevalence and treatment
of mental health.” (GREC)

It is acknowledged that some individuals are affected differently as a result of
discrimination and their intersectional identity and this was reflected in the feedback

we received from the LGBT+ community.
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‘LGBT people can have and do have other protected characteristics and
therefore can be marginalised in multiple ways’ (Equality Network response to
the SMHLR Consultation)

For example, an individual could be LGBT+ and disabled or LGBT+, disabled and
from an ethnic minority. We heard from an ethnic minority LGBT woman about her
experience of coming to the UK as a refugee. We heard about her intersecting
experiences of marginalisation when seeking help from mental health services and
how she was subjected to many layers of discrimination whilst trying to navigate
what she described as complex systems. She described how she felt completely
disempowered as a result of being dismissed by services that didn’t believe or take

her seriously.

When considering services for people sharing protected characteristics it is important
to ensure that there is adequate resourcing of community services as well as in-

patient services (EHRC response to the consultation).

Rural living —isolation and other challenges

We heard about the additional barriers that people living in rural communities face,
which feed into a sense of isolation. We know people living in remote and rural areas
face unique barriers in accessing mental health support because fewer services are
available or accessible for them and we know that suicide rates are a worrying

feature.

We visited a mental health support group on the Isle of Mull who felt despair at the

lack of continuity treatment. This was largely due to issues with attracting people to
work somewhere so remote and meant that people were seeing locums and having
to talk about often traumatic experiences over and over again. This was felt to

exacerbate mental health issues. In addition to this there is a lack of affordable
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housing to accommodate professionals in many remote popular tourist destinations

due to an increase in holiday rentals.

We heard troubling stories of individuals in crisis situations travelling to the mainland
for treatment. The conditions for travel were inappropriate and not sufficient to
support someone with this level of need. A therapist working in a remote part of the
west coast told us that there are so few therapists to meet the needs of children and

young people that siblings are having no choice but to see the same therapist.

There are additional barriers for people from particular groups living in remote and
rural communities such as the added isolation they may face for being part of a
minority, for example, being from an ethnic minority in a predominantly white

community or being LGBT+ in a hetero-normative community.

The Equality Network undertook research in rural communities in Scotland which
found that 86% of LGBT people who answered questions relating to mental health
had experienced some kind of mental health issue (Equality Network Response to
SMHLR consultation). This statistic is particularly worrying and is a good illustration
of how layers of discrimination can reduce the chances of an individual receiving the
support they need. The Equality Network reinforced concerns around the risk of
isolation for LGBT+ people. It has been recognised that family support plays a major
role in mitigating mental health stigma and resulting mental stress. We were told that
[LGBT] people do not always have this familial support. This can be due to a number
of factors including, but not limited to, ‘estrangement, neglect, losing touch, and for
some....to not having a family.” (The Equality Network). This is of particular concern
given that LGBT+ people are more likely to develop problems like depression,
anxiety, issues with food, dependence on drugs or alcohol, self-harm due to facing

issues including discrimination, bullying, violence, and rejection and isolation. (Mind)
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A holistic approach is required to understand the multifaceted needs of the individual
so that services can be adapted to meet those needs and ensure that the right to
health is afforded equally regardless of circumstances. Human rights enablement, as
set out in chapter 8 can underpin and be the driver for this.

Additional attitudinal barriers

There are additional attitudinal barriers for other groups. We heard from people who
were seeking support and treatment for their mental health issues but felt their
sexuality, gender identity or trans status was made part of the issue when this wasn’t
the case. They told us they felt medicalised, coerced, and traumatised by the mental
health system when all they wanted was help and treatment. We also heard of
people being further traumatised by accessing mental health services due to the
ignorance and prejudice they encountered from staff and other patients. We were
told about people being outed to other patients and trans patients placed on the

wrong single sex ward or area.

People told us that they often felt disrespected, sometimes due to a lack of
understanding about not being in touch with their biological families or difficult family
dynamics. Even with progressive steps such as equal marriage, people spoke about
their significant relationships not being recognised in the way they would be for
heterosexual people. We also heard about people feeling they are teaching staff how
to support them and that this is an additional burden on top of trying to get better.
They also told us they only felt respected and listened to if they had an independent

advocate present at meetings.

The deficiencies reported to us in relation to cultural awareness manifested in a lack
of trust amongst ethnic minority communities and authorities. For ethnic minority
children and young people there are particular difficulties. We heard of one example

where a psychiatrist had admitted that they did not understand enough about the
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cultural contributions affecting young people such as extended families and
community pressures. Also, people are often juggling issues of identity and
belonging, dealing with racism and discrimination in parallel to issues about school,
expectations of others, and the like.

Research indicates that mental ill health tends to affect women and men differently.

This is illustrated, for example, in research findings from Germany, the Netherlands

and France. It should also be noted that extensive research shows women are more

likely to be living in poverty, more likely to be in low paid precarious employment, be

unpaid carers and be more likely to experience sexual and domestic abuse. For

ethnic minority women there is the added dimension of racist abuse and being seen
as more of a threat to others. The Scottish Government’s first Scottish Women'’s
Health Plan does address mental health, but with focus only on one page of a 68

page document.

Diversity in the workforce

It was felt that the issues we have described are exacerbated by the lack of diversity
in the workforce who provide mental health services and who developing mental
health and capacity policy.

‘The people making these decisions [about mental health policy] do not
represent a diverse workforce and therefore are ill-equipped to understand
what is happening on the ground.’ (specialist ethnic minority third sector

organisation)

Also on frontline services, the report by the Mental Welfare Commission on racial
inequality surveyed 320 staff working in mental health services. 25% of staff felt that
the team or ward in which they worked did not meet the needs of people from

diverse backgrounds. When the same people were asked what could be done to
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help overcome barriers and make the team or ward more culturally competent, more
diversity in the mental health workforce was a common response. This feeling was
echoed in the feedback we received from ethnic minority third sector organisations
who told us that a diverse workforce means that people accessing mental health
services are more likely to have a connection with staff and feel more comfortable

talking about their experiences.

MWC’s report on racial inequality found that ‘differences in approaches taken by
different health boards in providing data on ethnicity and the workforce made it
difficult to build a national picture of the diversity of the mental health workforce in
Scotland.” MWC reported that 30% of staff had experience of, or had witnessed,

racist comments directed towards their colleagues.

MWC also reported data from the Royal College of Psychiatrists in 2020, which
showed 16% of the Membership in Scotland is from a visible minority. One individual
felt that a lack of access for ethnic minority people into professional roles within the
mental health sector was a contributory factor to the lack of visible diversity within
the mental health workforce. Suggestions to improve diversity in the workforce
included: creating alternative pathways for ethnic minority people to access the
workforce; and developing strategies to attract young ethnic minority people.. To
ensure this is sustainable, a retention strategy would also need to be considered
alongside this.

This also reflects the findings of the Independent Review of the Mental Health Act in
England, which recommended seeking greater representation of people from ethnic
minority backgrounds, especially those of black African and Caribbean heritage in
key health and care professions to tackle the disproportionate number of people from

ethnic minority communities detained under that Act.
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The Public Sector Equality Duty imposes a duty on authorities to use data on the
composition of the authority’s employees and the recruitment, development and
retention of persons as employees to enable it to better perform the equality duty.
Data presented in MWC’s Racial Inequality report suggests that this is not being

adhered to. The reasons for this are unclear.

Similar concerns were raised by the deaf community acknowledging the lack of deaf

people within the mental health workforce:

‘Employing deaf people [in frontline roles] would ensure understanding and
empathy for the barriers that deaf BSL users face every day of their lives.’

(British Deaf Association)

These experiences illustrate the importance of a diverse workforce that can
ultimately speak with and listen to the diverse range of people who experience the
mental health system and get a better idea of how to make it more accessible and
effective for everyone. This would help to design a system where people are

afforded their rights equally.

We also heard about people’s experiences of racism and discrimination within

mental health settings from both people with lived experience and practitioners.

Negative experiences in relation to staff were described by LGBT+ people as:

‘...feeling like you are there to educate them whilst you are in an acute ward.’

(Equality Network Response to Consultation)

Experiences of transphobia were also reported within the wards (Equality Network

Response to Consultation).
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Training and awareness raising

Inadequate training was also raised as a concern by a number of people whom we
spoke with. MWC’s Racial Inequality report indicated that 70% of respondents felt
that there were gaps in training (Racial Inequality Report). This demonstrates the

need for mandatory training on anti-discrimination and anti-racism.

Our discussions also highlighted the need for LGBT+ equality and awareness
training. BDA Scotland proposed that ‘BSL awareness should be included in training
for any professional who may come across Deaf BSL users in their line of work’

(BDA Scotland response to consultation).

For those people who had reported racism within mental health services, many felt
that there were insufficient mechanisms for accountability and that complaint
handling procedures were not clear. This exacerbated the issues around lack of trust
within services. It was argued that statutory agencies should be held to account

when they are not meeting the needs of the people that they serve.

More than one ethnic minority third sector organisation expressed concerns around
the lack of awareness and incorporation of the Public Sector Equality Duty within
mental health services. It was suggested that this should be strengthened to ensure

that services were held accountable.

We heard a great deal from organisations working with ethnic minority women how
their needs were not met by statutory services. Specialist third sector organisations
working with ethnic minority women told us that the isolation, racism and
intersectional discrimination faced by ethnic minority women was a huge factor in the
development of mental health issues. The situation was made worse by mental
health services not being aware of, or sensitive to, the barriers these women face on

a daily basis. Services appeared to be ignorant of the intersectional nature of these
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barriers. Often assumptions were made that South Asian people will have family that
can look after and support them. We also heard about the different ways South
Asian women may speak about or articulate their experiences which might be
difficult for services to understand. This highlighted the need for qualified and

appropriately experienced interpreters and culturally competent services.

Accountability

People also voiced their frustration about the huge gaps between policy
development and practice. It was felt that lack of robust accountability mechanisms
also had a part to play in this. It was argued that strengthening links between self-
standing policies would highlight the links between socio-economic factors and poor
mental health outcomes for ethnic minority people and help in developing policy to
prevent this.

‘We need to redefine prevention, this starts at policy level’ (ethnic minority third

sector organisation)

It was also highlighted that policy and service development are currently hindered by
ineffective mechanisms for collecting and analysing data due to the fact that data is
currently collected under one umbrella and is not disaggregated by ethnicity. It was
felt necessary that datasets should be disaggregated into nationality, asylum status,
carers, disability, gender, intersectionality, socio-economic status, age: ‘It should
also be gender sensitive and sex disaggregated’ (EHRC feedback). The current
approach means that it is difficult to evidence how ethnic minority people are
affected by specific issues, such as domestic abuse. This does not meaningfully
inform decision-making and makes it difficult to develop services in a way which

meets the needs of specific groups.
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The Mental Welfare Comission report highlighted the problem of monitoring
information not always being completed. Historically there have also been concerns
expressed by mental health professionals about asking a person who is distressed
about their ethnicity. We discovered that these concerns are further exacerbated
when professionals may be uncomfortable about issues around race. This further

underlines the need for anti-racism training in the context of data collection.

Providers and services

Ethnic minority third sector organisations felt strongly that services should be
delivered by people who could relate to, and had a cultural awareness of, the
individuals that they served and supported. This was seen as paramount to building
trusting relationships. Organisations described what they felt were the barriers to
delivering these services.

Participants at roundtable events pointed out that there is recognition for the
specialist support provided by third sector LGBT+ organisations alongside generic
services but that recognition doesn’t seem to apply to BAME organisations, where
ethnic minority people are just expected to use mainstream services that don’t meet
their needs. The lack of funds channelled to third sector organisations also stymies
their ability to develop and work on solutions. The people we spoke to wanted to see
money ring-fenced for services supporting ethnic minority people, which would
enable them to provide training and employment opportunities for multi-lingual,
culturally and religiously sensitive counselling. They felt that organisations should be
funded to employ their own translators who can build an expertise in mental health

and the issues people encounter.
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‘The challenge is that systems and processes stop ethnic minority people from
progressing, so services are left to firefight issues rather than working on
solutions. Scottish Government have been doing work to remove these barriers

for years and are yet to find solutions.’ (third sector organisation)

We heard often about the lack of specialist trauma informed mental health services
for migrants, refugees, and asylum seekers. We know that people are often arriving
in the UK from war torn countries where they have faced persecution, conflict, and

torture. The Mental Health Foundation found “asylum seekers are five times more

likely to have mental health needs than the general population and more than 61%
will experience serious mental distress”. There are additional issues for
unaccompanied children, lone women and LGBT+ people who face having to prove
their sexuality to the Home Office. Often people have very little knowledge of their
rights and have limited access to public services. An example of the effect this can
have on a person can be found in this newspaper article by the CEO of the Scottish

Refugee Council, Sabir Zazai.

Furthermore, people are often denied access to healthcare, and prevention or early
intervention regarding mental health care is often not available to them. We heard an
example of one individual not being believed when relating her experience of racism
in the asylum process alongside health professionals who appeared to lack a clear
understanding of the asylum system. This created a feeling of disempowerment
which we know can cause further detriment to the mental and physical health of
people. We also heard that a lack of culturally competent interpreters and translation
services meant that people were often not able to articulate their needs and gain any

benefit from their interaction with services.

In our engagement it was stressed to us that the trauma of the asylum process
needs to also be acknowledged in the context of the impact it will have on mental
health.
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We heard that small specialist ethnic minority third sector organisations are often
working to bridge the gap between services and ethnic minority people, and are
often going beyond their remit to ensure people get the right support. These
organisations are more likely to employ ethnic minority staff and volunteers who can
win the trust of individuals and can relate to the experiences people have been
through. These staff themselves experience hostility, dismissal and discrimination
from statutory services not recognising the valuable role they play in helping people
get the right support.

The feedback received and research outlined in this chapter lead us to the
conclusion that an holistic approach is required to underpin a system which ensures

that everyone is afforded their rights equally in accordance with the PSED.

Without a holistic approach we cannot begin to understand the multifaceted needs of
the individual, particularly an individual with one or multiple protected characteristics.
This approach needs to be adopted in tandem with a commitment to provide flexible,
culturally appropriate services that meet individual needs. Systemic changes are
required in how such services are designed and provided, including an inclusive
workforce which is representative of modern society across Scotland, and systems
that enable us better to understand the impact of these services on particular groups.
This includes significant improvements around the collection and use of data and a
joined up approach to policy making to enhance service delivery.

We make recommendations on how this work should develop. We hope that beyond
the recommendations we have made, the Scottish Government will consider what
additional steps need to be taken to ensure the delivery of culturally appropriate
services that meet individual needs. This could include for example, the creation of a

centre of excellence for race, health and wellbeing that could take forward this work.
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In addition to our recommendations, there is need for clear acknowledgement by
Scottish Government and all relevant public authorities that the Public Sector

Equality Duty already exists in law and should be adhered to.

Chapter 1: recommendations

Recommendation 1.1: The Scottish Government in taking forward
recommendations from this Report, should do so with the full and equal
participation of persons with lived experience including unpaid carers with

lived experience.

Recommendation 1.2: The Scottish Government should work with people with
lived experience, including unpaid carers, to reach agreement as to how our
recommendation for full and equal participation of people with lived

experience, including unpaid carers, can be achieved in the future.

Recommendation 1.3: The Scottish Government should provide resource to
ensure people with lived experience and unpaid carers with lived experience
can participate in work to implement recommendations on an equal footing

with others.

Recommendation 1.4: The Scottish Government should adopt a human rights-

based approach to budgeting for mental health and capacity law and services.

Recommendation 1.5: The Scottish Government should ensure that all
recommendations in this report be implemented in such a way as to protect,

respect and fulfil the rights of those with protected characteristics equitably.
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Recommendation 1.6: The Scottish Government should consider addressing
racial discrimination in relation to coercion in mental health services through a
targeted approach which develops the PCREF approach , with monitoring and
enforcement through the Equality and Human Rights Commission, the Mental
Welfare Commission, the Care Inspectorate and Healthcare Improvement

Scotland.

Recommendation 1.7: The Scottish Government should consider legislation
which requires public authorities to ensure that practitioners and paid carers
are adequately trained to recognise and address racism, including structural

racism.

Recommendation 1.8: The Scottish Government should promote the Equality
Act and UNCRPD duties to collect data on protected characteristics and
should ensure this data is disaggregated in a way which evidences the

inequalities experienced by geographically and culturally distinct groups.

Recommendation 1.9: The Scottish Government should strengthen
accountability for public bodies delivering mental health services where they
fail to demonstrate progress in relation to equality outcomes in accordance
with Regulation 4 of the Equality Act 2010 (specific duties) (Scotland)
Regulations 2012.

Recommendation 1.10: The Scottish Government should consider steps to
improve the recruitment and retention of ethnic minority staff, across different

professions within mental health services.

Recommendation 1.11: The Scottish Government should consider the
additional needs for remote and rural communities to enable delivery of mental

health services on an equitable basis.
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Recommendation 1.12: The Scottish Government should resource and
empower leaders of Scotland’s minoritised ethnic communities to lead in
finding, developing and implementing solutions which ensure access to

mental or intellectual disability services for their communities.
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2.1: The purpose of the law

2.1.1: Where we started

The primary focus of mental health and incapacity law at the moment is on
authorising and regulating actions which encroach on an individual’s autonomy, such
as detaining them for treatment, or appointing another person to make financial and
welfare decisions on their behalf. It is generally not concerned with ensuring that

wider human rights are met.

We believe this should change, to reflect Scotland’s new approach to human rights,
as described in the introduction to this report which, for the first time, puts in a single
place the range of internationally recognised human rights-civil, political, economic,

social, cultural and environmental.

Our consultation proposed a new purpose for mental health and capacity law: to
ensure that all the human rights of people with mental or intellectual disability are

respected, protected and fulfilled.

We suggested that this could not be done solely by general human rights or equality
legislation, but required specific provision in law for people whose decision-making
ability may be impaired. It should not apply only to people receiving care and
treatment without their consent, and should encompass the full range of rights set
out in applicable human rights treaties, including the UNCRPD, the UN Convention
on the Rights of the Child (UNCRC) and the International Covenant on Economic,
Social and Cultural Rights (ICESCR).
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This is a radical change.

2.1.2: What people told us

Our consultation found almost universal support for a human rights approach to the

law, and strong support for the proposed purpose.

The Scottish Human Rights Commission said:

‘The Commission has, for many years, advocated the reform of mental health
and capacity law towards supporting and enabling legislation, focused on
delivering access to human rights, as opposed to governing restrictions on
them ... In achieving that, we agree that the legislation must extend beyond a
focus on compulsory treatment and should take into account the full range of

human rights set out in international human rights treaties.’

The Mental Welfare Commission also supported broadening the purpose of mental

health law (including capacity law) to protect all rights.

Social Work Scotland said:

‘Social Work Scotland supports the breadth of what the Review is hoping to
achieve, and welcomes the lens of the social model of disability. We agree
with the widening of the scope of the application of the law beyond people
who receive care and treatment in a hospital setting and are heartened to see
equal consideration of medical and social models of mental health, particularly

in relation to non-discrimination and equality, and inclusion.’
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The Scottish Social Services Council supported the purpose, saying:

‘Expanding the remit of mental health law to ensure that the wider needs of
people with mental disorder are met is important for making sure people are
given the right support to allow them to live with dignity and autonomy.’

Organisations representing service users were also supportive, including the Mental

Health Network Greater Glasgow, the Health and Social Care Alliance, and See Me.

The Equality and Human Rights Commission welcomed the purpose but argued that

it was important to frame equality in the same way as human rights.

The Challenging Behaviour Foundation commented that mental health law is
currently used in order to make up for failures and deficiencies elsewhere. We

believe that must change.

However, there were some wider concerns about the practicality of this approach,
and a risk of legislative overreach, potentially leading to weaker protection for those

most in need.

Some responses were concerned that such a wide purpose could be too aspirational
and unrealistic, when the reality is that ‘currently those who are subject to

compulsion do not have basic needs and rights met’ [Response 25].

Indeed, even some responses which were supportive of this wider purpose, like that
of See Me, were concerned ‘around the possibility of an implementation gap
between ideal and reality, due to the practical facts of limited budgeting and staffing
for mental health services across Scotland’. Support in Mind stressed the importance

of robust monitoring to ensure the purpose and principles are being met.
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COSLA welcomed a human rights approach but argued that the proposal pre-
empted the human rights framework to be brought about by implementation of the

recommendations of the National Taskforce for Human Rights Leadership.

The Royal College of Psychiatrists welcomed an evolution in law to bring about a
positive fulfilment of human rights going beyond current legislative safeguards, but
urged the Review not to lose sight of (as they saw it) ‘the fundamental purpose of
mental health legislation in providing essential safeguards around the provision of
non-consensual treatment for those unable to consent’. They considered that
‘broadening the scope of the proposed legislation to encompass a wider societal
change, while welcome in principle, extends beyond mental health law. The most
ambitious aspects of Human Rights Enablement (HRE) would be best delivered

through wider human rights legislation and applicable to all’.

The Law Society of Scotland highlighted that the focus of this chapter was on public
law principles and duties, when the Adults with Incapacity (Scotland) Act (AWIA) in

particular was also concerned with private law, for example in the relationships
between an adult and a proxy decision maker such as a welfare attorney. They
suggested that the proposed purpose ‘should be extended to apply to all people with
impairments of relevant capabilities, however caused, and should include facilitating
the effective exercise of legal capacity by all people who are capable of that if
provided with necessary support, and for those who are not fully capable of acting
and deciding for themselves, but doing so in full compliance with relevant human

rights instruments’.

2.1.3: Our final recommendations

We have considered these comments carefully. We agree that our suggested
purpose is ambitious, but we believe it is right to be so. It does not prevent us from
ensuring that the specific provisions governing non-consensual care are robust and

rights-respecting. The fact that there is a major ‘implementation gap’ between the
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stated aspirations for mental health services and the reality on the ground is, in our
view, an argument for stronger legal duties, not the status quo. At the same time, we

accept that securing the full range of human rights will not be achieved by law alone.

We have also reflected on the argument that legislation to secure wider human rights
for people with mental or intellectual disability is unnecessary or even discriminatory
when the Scottish Government has plans to secure human rights for everybody. This

does raise complex issues both of principle and of practicality.

We do not know yet exactly how the proposed Human Rights Bill will work. It may be
that some of the changes we want to see will be addressed by it. But we do not think

that will be enough, for two reasons.

Firstly, we have received compelling evidence of the discrimination and unmet need
affecting people with mental or intellectual disability. Even in access to health care,
the longstanding commitment to ‘parity of esteem’ remains an ambition rather than a

tangible reality.

Secondly, people with mental or intellectual disability face particular barriers in
accessing their rights and, however the law is framed, are more likely than others to
have decisions taken on their behalf. It is a core principle of human rights practice

that human rights are indivisible, so we believe that any legal framework governing

non-consensual care must accommodate wider human rights requirements.

‘The focus of the law and the mental health system on the medical aspects of
care can mean that a person is pushed out of the system once their condition
is judged stable, even where underlying issues have not been addressed.
This can result in repeated and avoidable use of coercion.” —-SMHLR
Consultation March 2020
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So we believe mental health and capacity law will need explicitly to address and
enshrine human rights — but the precise balance and relationship between the
universal human rights framework to be developed in the proposed Human Rights
Bill and the specific provisions of mental health and capacity law will need to be

worked through over the next few years.

2.2: Who is the law for?

2.2.1: Where we started

This Review was established by Scottish Ministers with the principal aim of
‘improving the rights and protections of persons who may be subject to mental
health, incapacity or adult protection legislation as a consequence of having a mental

disorder, and remove barriers to those caring for their health and welfare’.

From the outset this was a challenge for us as the legislation at present is predicated
largely on the concept of ‘mental disorder’. If you come within the definition of mental
disorder the legislation may apply to you. If you do not, it does not. Mental disorder
however is regarded by many as a stigmatising and offensive term. And the
diagnostic criterion of mental disorder has been criticised as being a violation of the
UNCRPD anti-discrimination requirements in relation to the right to exercise legal
capacity ( Article 12) and the right to liberty (Article 14). However for detention to be
lawful under Article 5 of ECHR, it must fall within one of the specified categories

where detention is allowable — in this case because of ‘unsound mind’ Winterwerp v
Netherlands 6301/73 [1979] ECHR 4 (the Winterwerp ruling) has established that

lawful psychiatric detention requires objective medical evidence of a ‘true mental

disorder’.
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Current Law

The current definition of mental disorder is found at section 328 of the Mental Health
(Care and Treatment) (Scotland) Act 2003.

‘Section 328

(1) Subject to subsection 2 below, in the Act ‘mental disorder’ means any

(a) Mental illness

(b) Personality disorder ;or

(c) Learning disability,

however caused or manifested and cognate expressions shall be construed

accordingly .

(2) A person is not mentally disordered by reason only of any of the following —

(a) Sexual orientation

(b) Sexual deviancy

(c) Transsexualism

(d) Transvestism

(e) Dependence on, or use of, alcohol or drugs
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(f) Behaviour that causes or is likely to cause harassment, alarm or distress

to any other person;

(9) Acting as no prudent person would act.

The concept of mental disorder also appears in Adults with Incapacity legislation. An
intervention may be made in a person’s life under the Adults with Incapacity Act
(AWIA) if that person is incapable due to a mental disorder as defined by the 2003
Act. A mental disorder is also one factor in considering whether a person comes
within the Adult Support and Protection Act, but in that case, it is only one of a

number of possible factors.

We have been looking at several issues with the term including the following :

e The offence caused by the term ‘mental disorder’ towards people with lived

experience.

e The tension between the requirement for a mental disorder to justify detention
under ECHR, and the more recent requirements from the UNCRPD to avoid

disability discrimination in mental health detention.

e Links between ‘mental disorder’ and involuntary treatment.

e Links between ‘mental disorder’ and impaired mental capacity.

e ‘Mental disorder’, and autism and learning disability.

In considering whether the law can or should continue to have a diagnostic criteria,

and if so whether that should be mental disorder, the Rome Review concluded that
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the UNCRPD requires Scots law to adopt the human rights model of disability,
including the understanding of disability described within that convention, but also
that ECHR requires Scots law to allow for the possibility of detention and compulsory
treatment for the protection of human rights. Generally, detention requires a medical

diagnosis.

Rome’s recommendation was to remove learning disability and autism from the
definition of ‘mental disorder’ and to create a separate law to provide support and
equity in law for these communities. If someone with learning disability or an autistic
person nonetheless had a mental iliness over and above their lifelong condition,
which brought them within the remit of mental health law, then the law would apply to
them in the same way as to any other person. We discuss the Rome

recommendations below.

This Review will make recommendations for changes to the law which are aimed at
increasing the compliance of Scots law with both ECHR and UNCRPD. Significant
proposals for change include those set out in this chapter around the purpose and
principles of the law, and the approach set out in chapters 2 and 4 around Human
Rights Enablement (HRE), Supported Decision Making (SDM) and Autonomous
Decision Making (ADM).

These proposals seek to shift focus from a diagnosis of ‘mental disorder’ to a set of
factors which may prevent ADM. Impaired judgement as a consequence of a mental
or intellectual disability is likely to be one of the most frequent of these factors, but
only when the disability in ADM cannot be reduced or removed through support for
decision-making. Just as significant is the proposal for the HRE process which has
the aim of enabling the person to access support and services they are entitled to.

Our thinking is that legislation that has at its heart the aim of enabling people’s rights

rather than removing them, should be as inclusive as possible in its scope. As we
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have said we are proposing a change to mental health and capacity law that will
seek to enable people’s human rights. Any restrictions on freedoms for the safety
and wellbeing of individuals would start from the same base of looking at a person’s
need for support in making decisions, regardless of which aspect of the current

definition of mental disorder might apply to them.

However the starting point for this needs to be who the law should apply to, and

whether the current definition of mental disorder is fit for purpose.

2.2.2: What people told us

In our March consultation we asked whether there still needs to be a gateway to
mental health and capacity law that reflects a diagnostic criterion. In essence who
should the law be for? By ‘law’ we mean the current mental health, incapacity and

adult support and protection law and any future law which may replace them.

Responses were overwhelmingly in favour of there being some form of diagnostic
criteria, but views differed as to what that should be or what it should be used for.
There was an acknowledgement that ECHR requires there to be a medical diagnosis
to permit detention to proceed, however our intention is that the law is wider than just

considering compulsory measures.

‘ECHR requires there to be a genuine mental disorder of some kind before
deprivation of liberty/ detention can be authorised. Hard to see how we can
move from that sort of test for that kind of order. But as review goes wider
than just compulsion should we distinguish between a gateway to law
generally and a gateway to specific convention rights interference?’ — Faculty

of Advocates
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As already mentioned, beyond the majority view that diagnostic criteria are required,
there was little consensus as to what that should be. Many commented that it was
not the language around mental disorder that was the issue but the stigma around
mental health. A significant number of responses were in favour of removing learning
disability from the definition of mental disorder. Many learning disability groups
reiterated what they told the Rome Review namely that the inclusion of learning
disability in the definition of mental disorder meant they felt they were stuck in a
system that was not designed to meet their needs.

A number of professional organisations spoke of the need to have a gateway with
some form of diagnostic criteria linked to an inability to make an autonomous

decision. Diagnosis itself should never be a reason to be subject to the law.

‘it is of fundamental importance to retain a gateway which as one component
includes reference to diagnostic criteria. Someone should not be subject to
the law simply due to a diagnosis. It is the effects of the condition on the
person that which may make legal frame works necessary.' — Royal College of

Psychiatrists’

‘We do not believe that the ECHR requires that a diagnosis of mental disorder
be a component of other forms or support or intervention as envisioned
across the proposals. We have also explained why we believe that UNCRPD
requires disability-neutral criteria. Accordingly, we do not believe that new
legislation should be confined to people with a diagnosed “mental disorder” or
requires a specific gateway, and we consider that this is less contentious if the
aims of the legislation are positive and supportive. The criteria identified for
specific interventions elsewhere in the proposals appear to be adequate to
address the human rights requirements involved in specific interventions

including, in particular, detention.” — Scottish Human Rights Commission
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‘the term “mental disorder” or any similar barrier to accessing ways of meeting
the particular needs of any and all people with relevant needs, is incompatible
with a human rights-based approach and should be excluded from relevant
legislation.” — The Law Society of Scotland

Individual views were very much centred on the need for law to be non-
discriminatory with one person saying - ‘Identifying individuals needing particular
support would be person centred, not a range of people that fit a diagnosis. Not all
people with personality disorders or autism would want to identify with a disability but

anybody could recognise getting support at times’.

There was also a view that a number of the matters listed in the definition at present

need to be removed simply because they are outdated.

In considering changes to our own legislation we have looked at other jurisdictions
within the UK. The Mental Health Act 1983 in England and Wales defines ‘mental

disorder’ as ‘any disorder or disability of the mind’. However, it goes on to exclude
learning disability unless it is ‘associated with abnormally aggressive or seriously

irresponsible conduct’.

The UK Government have proposed in their draft Mental Health Bill to change this
definition so that autistic people or people with a learning disability cannot be
detained under the Act unless they are suffering from another co-occurring mental
disorder. It will still be possible to detain autistic people or people with intellectual
disability if they are subject to criminal proceedings, or to use the Mental Capacity

Act to authorise non-consenting care and treatment.

Northern Ireland’s Mental Capacity Act 2016 does not use the term ‘mental disorder’.

It focuses on lacking capacity as the key gateway to interventions. Section 3

provides that the basis of that incapacity must be because of ‘an impairment of, or a
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disturbance in the functioning of, the mind or brain’ — whatever the cause, whether

permanent or temporary, and whether or not caused by a disorder or disability.

The place of learning disability and autism

One of the strongest challenges to our proposed purpose came from some
organisations representing people with intellectual disability and disability autistic

people.

People First argued that our purpose is misconceived as it is based on a grouping of
people with ‘mental disorder’ (whether or not that term is used), which they do not
see as the basis for a common set of needs and concerns. They note that the
Scottish Government has promised separate legislation for learning disability and

autism. They argue that:

‘While it may be the case that not all groups have specific legal frameworks,
some do and our argument for legislation covering people with intellectual
impairment is to address the historical (and current) discrimination, abuse,
denial of life opportunities and (apparently lawful) withholding of our human

rights on the basis of having that characteristic alone.’

They go on to say that mental health law (and the Review) has tended to ‘hit’ those

with mental illness and ‘miss’ those with intellectual impairments.

Similarly SCLD said:

‘While SCLD completely supports the ultimate objective of respecting,
protecting, and fulfilling human rights, we do not believe that mental health

law should be the primary means of achieving this for people with learning
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disabilities. We believe that attempting to fulfil and protect the human rights
through the prism of mental health legislation runs the risk of further
entrenching underlying prejudices and social attitudes towards people with

learning disabilities.’

ENABLE Scotland welcomed the purpose but they strongly supported removing
learning disability from the 2003 Act.

We accept the force of these arguments, but have concluded that our proposed
framework should apply to all forms of mental or intellectual disability. The point that
mental health law has typically been shaped around the needs of people with a
mental illness is a fair one, although it is not true of capacity law, which is also
covered by the Review. We also accept that the priorities for securing ESC rights
may be different for people with intellectual impairments than they are for people with
mental illness — although it is also true that the needs of a young woman with an
eating disorder may be completely different from a middle-aged man with a long-

term diagnosis of schizophrenia.

In relation to the law regulating decision-making as detailed in chapter 4, we believe
there should be a single framework applying to everyone whose decision-making is
impaired. It is the impairment that requires a response, and the nature of the

response depends on the individual needs of the person, not the diagnostic label.

In relation to ESC rights, we argue above that it is not enough for people with mental
disabilities to be brought within a human rights framework applicable to all citizens.
We think the strengthened rights we recommend to, for example, support for
decision making, need to be linked to wider ESC rights, reflecting the indivisible

nature of human rights overall.
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Within that general approach, we accept that there will be particular needs for
particular groups, and it may be right to legislate for those. The Rome Review (Rome
et al, 2019) - made the case for specific legislation for particular groups. Rome

recommended:

 the creation of a new law on support for people with intellectual disability (learning

disability) and autistic people.

+ that changes in law and improvements in services be put in place before autism
and intellectual disability be removed from the definition of mental disorder in
Scotland’s Mental Health Act.

+ that new law should also be created which aims to protect human rights on the
same basis for everyone, to protect the rights of people who are at risk of serious
adverse effects on their human rights.

On the first point, Scottish Government committed in its 2021-22 Programme for
Government to take forward a Learning Disability, Autism and Neurodiversity Bill ‘to
uphold and protect the rights of autistic people or people with learning/intellectual
disabilities’ (Scottish Government, 2021). We do not yet know what that Bill will

include.

On the second point, we recommend that the term ‘mental disorder’ should no longer
be used. We recommend new language later in this chapter. There will still be
occasions when it is necessary to act without a person’s consent, to prevent harm, to
act for someone’s wellbeing, or to give effect to a person’s will and preferences
which they have previously stated. In contrast to the Mental Health Act and Adults
with Incapacity Act, we are recommending that those decisions should not be made

on the basis of ‘mental disorder’, but on the basis that a person does not have the
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ability to make a decision autonomously, even with full support for decision-making.

Recommendations on this are discussed in chapter 8 on ADM.

On the third point, the Rome Review recommended that:

‘...decisions for detention and compulsory treatment should not be made on the
basis of autism or intellectual disability, and should be made under future law that

applies to people more generally.’

Rome acknowledged that it would be for the Scottish Mental Health Law Review to
consider this. Rome suggested an approach of compliance with international human
rights treaties to the greatest extent possible, limited only by unresolved areas of
disagreement between some treaties. We believe that our recommendations achieve
this. The Scottish Human Rights Commission responded to our consultation

proposals as follows:

‘...we must make concerted efforts to move away from substitute decision-making
and towards supported decision-making. We believe the work of the Review has
tackled this challenge directly and provided a set of draft proposals that would set
Scotland on a fundamentally new path in realising the human rights of people with
mental health issues. The final goal must ultimately remain the removal of non-
consensual treatment, however, we believe the proposals provide key elements of

the roadmap towards that goal...’

We are not of the view that mental health and incapacity law requires to be
abolished in order to comply with UNCRPD, provided it is reformed as a
supportive piece of legislation, and based on non-discriminatory grounds. General

Comment No.1 of the Committee on the Rights of Persons with Disabilities, on the

right to equal recognition before the law, requires that States ‘must immediately

begin taking steps towards the realization of the rights provided for in Article 12.
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Those steps must be deliberate, well-planned and include consultation with and
meaningful participation of people with disabilities and their organizations’ [United

Nations, 2014; 30]. We consider that the proposals made here meet these

requirements and represent a fundamental shift in the approach of mental health
and incapacity law. They present a clear roadmap for achieving the end goal of

eradicating non-consensual practices.

UNCRPD, alongside ECHR, recognises that there may be duties on the state to
intervene to protect a person, from abuse or inhuman or degrading treatment, or
risks to their life. Our understanding of the requirements of Article 12 UNCRPD is
that any intervention which overrides a person’s will and preferences may be
permissible but only on a non-discriminatory basis, not based on the person’s
disability. Accordingly, we believe the current capacity and Significantly Impaired
Decision Making Ability (SIDMA) tests require to be replaced with a disability-

neutral test.’

We recommend a test of ADM as that disability-neutral test. We also make a set of
recommendations on reducing coercion across health and care services, in chapter
9. In developing our recommendations, we have involved and consulted people with

disabilities and their organisations.

The Rome Review presented substantial evidence on harm which can and does
arise for some autistic people and people with intellectual disability through
compulsory care and treatment, even when that care and treatment complies with

the law (Rome et at 2019, section 1.4). This is iatrogenic harm, which arises from

care or treatment that has significant negative effects for the person. This harm may
happen, for example, when a person is detained in an environment which fails to
accommodate the person’s communication or sensory needs, or when staff cannot

fully understand, accept and support the person’s individual needs.
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In the future it may be that people with intellectual disability and autistic people would
primarily receive support under the new specific legislation which is proposed by
Scottish Government, which we understand will be informed by the Rome Review’s
recommendations. Some of those same individuals would require compulsory care
and treatment. For those individuals, the specific legislation could set out how the
needs of those individuals should be met, as autistic people and/or as people with
intellectual disability. For those individuals, new legislation following the Scottish
Mental Health Law Review would also apply across the range of measures which we
recommend. Those measures include support for decision making, Human Rights
Enablement, the Autonomous Decision Making test, and safeguards for coercion

including compulsory care and treatment.

On the whole though, we are reluctant to focus rights too strongly on having a
particular diagnosis or other label. That risks a bidding war between different groups,
each seeking their own rights framework. Many people will have more than one
condition, diagnosis in some cases will be uncertain, and diagnostic labels change

over time.

The process of pro-active involvement of persons with mental and intellectual
disabilities and their families and unpaid carers in the creation of the human rights
framework should allow for consideration of how everyone’s rights can be secured,
including whether there are particular additional rights needed for particular groups

such as have been highlighted by Deaf Scotland in response to our consultations.

2.2.3: Final recommendations

We agree that the current approach to mental health and incapacity legislation is not
compatible with Article 12 UNCRPD. However, we are also mindful of the need to
demonstrate a genuine medically diagnosed condition before some restrictions on

autonomy can be authorised, to comply with Article 5 of ECHR.
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We are recommending a move away, however, from the current primary focus of
mental health and capacity law as being one of authorising and regulating actions
which encroach on an individual’'s autonomy, to a focus on ensuring that all the
human rights of people to whom the law applies are respected, protected and
fulfilled.

The gateway to access the rights anticipated to be provided by new legislation
should be wide enough to ensure those in need of help and support can access it
appropriately. Access to these rights and related support must not be conditional on
an “incapacity test” or other similar threshold being met. We need to move away

from a definition focussed on a diagnosis.

We considered an approach similar to that of Northern Ireland, which meets the
requirements of ECHR without focusing on a diagnosis. However, their legislation is
more limited than our proposals, which seek to ensure that all the human rights of
everyone within the scope of the law are upheld. We have therefore adopted a

different approach, drawing on the developing human rights landscape in Scotland.

We recommend a definition which draws on the approach of the UNCRPD. The
UNCRPD stresses that ‘disability is an evolving concept’ and includes its own non-

exhaustive definition in Article 1 —

‘Persons with disabilities include those who have long-term physical, mental,
intellectual or sensory impairments which in interaction with various barriers
may hinder their full and effective participation in society on an equal basis
with others. Disability is not therefore considered to be a medical condition but
a result of the interaction between negative attitudes or an inaccessible
environment with the condition of particular persons. By dismantling barriers,

as opposed to treating persons with disabilities as problems to be fixed, those
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persons can participate as active members of society and enjoy the full range

of their rights.’

We believe a similar approach should be adopted for our legislation, focusing on

mental and intellectual impairments.

The focus on ‘long term’ impairment in Article 1 is not intended to exclude those who
may have short term conditions, as the following extract from UN guidance shows. In
the context of mental health law, it is vital that people with intermittent or short term
mental health conditions are included in our definition.

‘The term ‘persons with disabilities’ applies to all persons who have long- term
physical, mental, intellectual or sensory impairments that, in the face of
various negative attitudes or physical obstacles , may prevent those persons
from participating full in society . However this is not an exhaustive definition
of those who may claim protection under the Convention; nor does this
definition exclude broader categories of persons with disabilities found in
national law, including persons with short- term disabilities or persons who
had disabilities in the past.’ (UN-DESA, OHCHR, IPU (2007))

It is suggested we follow this approach and that the gateway to legislation that
includes support and other measures relating to persons with mental or intellectual

disability should be something like :

A person with a mental or intellectual disability whether short or long term.

We intend this to be an inclusive definition. It could apply to anyone who needs
support arising from any aspect of their mental health or cognitive functioning. This
would include people with a diagnosis of mental illness ( including dementia),

personality disorder, or learning disability. It could potentially apply to an autistic
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person, or a person without a diagnosis who is experiencing an emotional crisis. Of
course what help a person should receive under the legislation will depend on their
individual needs and the barriers they face. Any diagnosis maybe highly relevant to
determining that. We discuss this in relation to non consensual measures in Chapter
8.

There is an important respect in which the Adults with Incapacity Act goes beyond
mental disorder. A person may be ‘incapable’ because of ‘inability to communicate
because of physical disability’ if that inability to communicate cannot be made good
by human or mechanical aid. This potentially applies to a small number of people
with very severe physical disabilities such as ‘locked in syndrome’. We believe it will
still be necessary to make provision for this small number of people within the new

legal framework.

The statutory Code of Practice and related guidance can help to ensure that there is

a clear understanding of the scope of mental and intellectual disability.

We do not believe it is necessary for the legislation to retain the three sub-categories
of mental iliness, learning disability and personality disorder. However, it will be
important for monitoring purposes that any particular diagnosis is recorded when an
intervention is made, particularly around non-consensual care. We would anticipate
that ICD — 11 would be the basis for recording diagnosis . ICD-11 is the current

version of the World Health Organization’s International Classification of Diseases.

Under our approach, we also believe it should not be necessary to retain a long list
of exclusions from the definition, as appear at section 328(2). Some of these are now
outdated — we believe no professional or judicial body would consider a particular
sexual orientation to be a mental disorder, for example. And a list of exclusions

creates uncertainty about conditions which are not included.
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Some of the exclusions such as ‘acting as no prudent person would act’ could be
accommodated in the provisions for Autonomous decision making, in the same way
that the English Mental Capacity Act provides that ‘A person is not to be treated as
unable to make a decision merely because he makes an unwise decision’. Anyone
with a mental or intellectual disability may be entitled to access care and support as

set out in the subsequent chapters to this report.

This will not however enable non-consensual interventions. In the event that non-
consensual intervention in a person’s life is being considered, then a higher
threshold, will require to be met, based on consideration of the person’s ability to
make an autonomous decision and, after this, a diagnosis and the impact and risks
associated with that. Details of this are set out in chapter 8 on Autonomous decision
making. and deprivation of liberty. Chapter 13 considers how this change might

impact on adult support and protection legislation.

We recognise that the definition of mental disorder in the 2003 Act is used in a wide
range of other legislation for various purposes, beyond those set out in the current
mental health and incapacity law . These would all need to be considered in

consequence of any changes to the definition in due course.

Timing

These proposed changes cannot be taken forward in isolation. They are bound up
with the wider proposals around the realisation of economic social and cultural rights,
and Autonomous decision making and therefore would be part of the longer term

changes we recommend.
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Chapter 2: recommendations

Recommendation 2.1: The law should apply to persons with a mental or
intellectual disability (and otherwise included under AWI) whether short or

long term.

Recommendation 2.2: The new purpose for mental health and capacity law
should be to ensure that all the human rights of people with mental and
intellectual disability (and otherwise included under AWI) are respected,

protected and fulfilled.
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Chapter 3: What should the law look like ?

Principles and unified legislation

3.1: ‘Fusion’: unified legislation

3.1.1: This is where we started

The Review’s Terms of Reference asked us to consider ‘the need for convergence of
mental health, incapacity and adult support and protection legislation’. This was
prompted by developments concerning human rights in relation to interventions and
non-consensual care, support and treatment of people with mental or intellectual
disability. We mention those developments throughout this report. The Review was
also prompted by a need for greater consistency and clarity relating to such
interventions. We make recommendations which call for such consistency and
clarity. Where no single piece of legislation meets the needs of an individual, it can

be difficult for practitioners to establish how best to help the individual.

The most sweeping form of convergence is to replace these different Acts with a
single Act — so-called ‘fusion’. To date, supporters of fused mental health and
capacity legislation have adopted a capacity-based approach as the basis for all
non-consensual intervention. They argue that an approach which adopts the same
eligibility criteria for all people with physical and mental health conditions promotes
fairness and respects non-discrimination (Dawson and Szmukler, 2006; Szmukler,
Daw and Dawson, 2010; Gledhill, 2010; Harper, Davidson and McLelland, 2016). It
is also argued that fused legislation offers greater consistency, clarity and coherency

in service and professional approaches to people with mental or intellectual disability

(Scottish Executive, 2001). The only existing example of fused legislation is the

Mental Capacity Act (Northern Ireland) 2016 which adopts a capacity-based

approach in relation to non-consensual interventions. This is only partially in force at

present.
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The 2018 Independent Review of the Mental Health Act 1983 considered whether

fused mental health and capacity law was a viable proposition for England and
Wales. In its final report it stated that five ‘confidence tests’ would need to be met

before the time was right for the fusion process to be started (Department of Health

and Social Care, 2018). These tests were whether there is overwhelming support

from people with lived experience, an assessment of the impact of the Northern
Ireland legislation in terms of detention levels, how it works in the criminal justice
context, suicide rates and the impact on those with learning disability/autism
(particularly in relation to length of stay in hospital). It concluded, amongst other
things, that ‘Even if fusion currently looks like the most promising direction for future

travel, things may well have moved on by the time our five tests can be delivered’.

Although we are not yet able to make an assessment of the impact of the operation
of its Act, it is clear from the Northern Ireland experience that introducing fused, or
unified, legislation would involve a major policy, legislative, financial and
implementation exercise in Scotland. Wide-scale stakeholder support would be
essential for the successful enactment and implementation of such legislation and
the inevitable culture change it would bring in approaches to the care, support and

treatment of people with mental or intellectual disability.

Fused legislation for Scotland was first considered by the Millan Review which
recommended that there be consistency between mental health and incapacity
legislation and that ‘In due course, mental health and incapacity legislation should be

consolidated into a single Act’ (Recommendation 2.1; Scottish Executive, 2001). The

2017 report from the Mental Welfare Commission and the Centre for Mental Health
and Capacity Law at Edinburgh Napier University, Scotland’s Mental Health and

Capacity Law: the Case for Reform, concluded that, at that stage, ‘it was less clear

whether there is an overall appetite for the immediate introduction of unified
legislation amongst the stakeholders consulted.” The report concluded that
wholesale stakeholder support is vital for such an initiative to be effective (Mental
Welfare Commission and Edinburgh Napier University, 2017). It suggested that such

ambivalence was perhaps not surprising as a notable difference between Scotland
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and Northern Ireland was that the 2016 Northern Ireland legislation arose from a
much less developed mental health and capacity legislation landscape than that

which existed in Scotland.

A key question for this Review has therefore been whether fused, or unified,
legislation would be an improvement on the existing legislative framework. This
involves considerations of: (a) which eligibility criteria (for example, a capacity-based
or other approach) and underpinning principles would be adopted for such
legislation; (b) whether it would provide a better way of resolving existing shortfalls
relating to our current legislation and a framework that is most likely to achieve
international human rights compatibility; and (c) whether it should include all areas
currently covered by mental health, incapacity and adult support and protection
legislation.

As will be explained later in this report, we are recommending a framework of a
Human rights enablement, Supported decision making and Autonomous decision
making. This framework provides a way of working which ensures that, irrespective
of a person’s decision-making ability, their will and preferences are heard and
respected on an equal basis with others and that the rights which support their
specific needs at a given time are respected and given effect. It also ensures that the
threshold for considering non-consensual measures cannot be justified by a
diagnosis of ‘mental disorder’, although the presence of mental or intellectual
disability may subsequently inform the type of measure or measures adopted. We
propose this with a view to UNCRPD and ECHR compliance and see it as a way in
which the approaches required by each treaty can be reconciled. This need to
reconcile the different UNCRPD and ECHR approaches is important whether
separate, separate but aligned, or fused mental health, capacity and adult support

and protection legislation is adopted.
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3.1.2: This is what people told us

In our March 2022 Consultation paper, we suggested that the new proposed
approach of the Human rights enablement approach, Supported decision making
and Autonomous decision making framework lent itself to a single system which
would give the opportunity to create a consistent approach for people with mental or
intellectual disability. In addition, by adopting the eligibility criteria for all people with
mental health and physical health conditions equally, fairness and non-discrimination

would be promoted.

In the consultation we asked if a single Act was the preferred way forward, given the
proposed framework. We also asked if it would be better to align legislation instead
and, if so, which pieces of legislation should be aligned. And we asked if there
should be a single judicial forum, and if so, should this forum be a court or a tribunal.

Support and timing for fused legislation

Around 48% of those responding to this part of the consultation expressed a view
about whether or not there should be fused legislation with half of these indicating
their agreement and the other half not being in agreement. Third sector
organisations and individuals were more in favour of fusion than others, citing the
need to simplify the law, with one individual stating: 'The current plethora of laws

makes it difficult to traverse the landscape with ease or speed’.

Several respondents felt that fused legislation should be a definite future goal with
steps being taken towards this in the meantime. The Law Society of Scotland, for
example, felt that fusion should be the long-term aim, noting that fused legislation

within Northern Ireland took many years, although it cautioned that:
‘...reform should not be delayed pending the creation and drafting of a single

piece of legislation...alignment of legislation is the preferred option initially and

would allow time to see if fusion is necessary or optimal.’
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Mental Health Rights Scotland stated that there should be :

‘...stepwise progress to fusion. Which needs to be planned properly before

embarked upon.’

Those favouring fused legislation appeared to agree with mental health and capacity
legislation being unified. However, there was a strong response against adult
support and protection legislation being included within fused legislation, mainly
because the scope of adult support and protection law is seen to be wider than
mental health and capacity law and encompasses more than people with a mental
disorder diagnosis and capacity issues. The view from social work practitioners is
summed up in this response: ‘Combining the 3 pieces of legislation poses a
significant risk of losing focus of the potential scope and reach of this legislation in

helping people self-determine and take forward safeguarding with support’.

Alignment rather than fusion

Many consultees who did not express a strong preference for fusion tended to

support greater alignment of the various pieces of existing legislation.

The Mental Welfare Commission supported alignment as the next best thing to
‘universalism informed fusion’. Others expressed concern over the risk that certain

elements might fall through gaps in fused legislation.

A number of responses also requested that there be consistency of definitions and
harmonised language across all mental health, capacity and adult support and

protection legislation.

Single judicial forum

Respondents to the consultation were largely enthusiastic about a single forum for
mental health, capacity and adult support and protection legislation with an

overwhelming preference for the jurisdiction of the Mental Health Tribunal for
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Scotland to be expanded to hear adults with incapacity and adult support and
protection cases. It was felt by those responding to the consultation that the Tribunal
lends itself better to participation by the adult, is more conducive to a person centred
approach, and less intimidating that the sheriff court. AdvoCard said:

‘We have extensive experience of both the court and tribunal processes
currently. Overwhelmingly the feedback we have from advocacy partners is that
the Tribunal forum is preferred over the sheriff court. This is from people who

have experienced both settings.’

Another individual said: ‘...it just makes sense. It's easier for practitioners to work to
one set of rule for a forum. The Tribunal is also better geared for adult/client/patient

participation in a non-intimidating setting.’

And another said: ‘a single judicial forum will be better able to develop expertise
across all the legislation and hopefully develop consistency of application of
principles. Also it will make the logistics of collecting data easier and this can feed
into future reviews and design of services and also can feed into training

requirements.’

3.1.3: These are our final recommendations

In light of responses to the consultation and other relevant evidence obtained by the
Review, we consider that the ultimate long-term goal should be one of fused mental
health and capacity legislation. This would offer a single, consistent and non-
discriminatory framework. We consider the arguments have not been made to

include adult support and protection legislation at this time in fused legislation.

We note that strong support from stakeholders, as well as a robust evidence base
about what works, is required to both bring about and successfully implement fusion.
However, in the meantime, there is much that can be done to align these legislative
areas to make them work better together and to prepare the way for future fusion.

We therefore consider that steps should be taken to do this.
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The HRE, SDM and ADM framework that we are proposing will, as we have already
stated, provide a human rights-compatible structure within which to achieve such

alignment.

However, the question arises as to which aspects of these different pieces of
legislation should be initially aligned. There appears to be little argument that mental
health and capacity legislation should be more closely aligned, and we consider that

this should be undertaken incrementally.

We note the concerns expressed about including adult support and protection in
such alignment given its wider remit and that the people who fall within it are not only
those with mental or intellectual disability. However we believe that these is scope
for a considerable degree of alignment. For people with mental or intellectual
disability, adult support and protection procedures are often the gateway to actions
under mental health or particularly capacity law, and it is important that these
frameworks operate well together. Also, although our remit is mental and intellectual
disability, many of the key recommendations we make, including around the HRE,
SDM and ADM framework, and moving the definition away from a medical diagnosis,
are potentially applicable to ASP law and practice. We discuss this further in Chapter

14 on Adult Support and Protection.
This structure will ensure the meeting of wider needs, irrespective of diagnosis and
incapacity issues, and the tailoring of measures according to a person’s specific

requirements. It will allow for adult support and protection to retain its distinct identity.

This alignment across mental health, capacity and, where relevant, adult support and

protection legislation will at the very least require:

1. A shared definition of who the law applies to.

2. Shared Principles (discussed in the next section)
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3. The HRE, SDM and ADM framework to be applied across all the pieces of

legislation.

4. The ability and duty to share information between those implementing the
legislation

5. A shared judicial forum to decide cases arising under mental health and
capacity legislation and, if considered appropriate, in due course adult support

and protection legislation

We consider that achieving 1 to 3 above will need to be fully achieved incrementally,

through legislative and operational changes, in the next three to five years.

We discuss in chapter 11 current misunderstandings over information sharing in
health and social care between services and professionals and the existing cultural
and IT obstacles to this. However, there is no reason why immediate steps to
address and overcome these misunderstandings and cultural obstacles cannot be

taken.

We note and agree with the considerable stakeholder support for the Mental Health
Tribunal for Scotland to be the single judicial forum for all mental health, capacity
and, if considered appropriate in due course, adult support and protection legislation
cases. At the same time, we are acutely aware of the issue of resources and the
extreme pressure that the Mental Health Tribunal is already under. There has been a
lengthy delay in bringing the Tribunal into the First-tier Tribunal and Upper Tribunal
for Scotland. If the Tribunal’s role is to be expanded then it must be appropriately
resourced at all levels. Subject to this, however, we are recommending that the role
of the Tribunal is expanded to include capacity and adult support and protection
cases as an early step in aligning the legislation.
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We therefore recommend the following:

Fused, or unified, mental health and capacity legislation should be the ultimate long

term goal in Scotland.

In the meantime, active steps should be taken to align existing mental health,

capacity and adult support and protection law. Such alignment will require:

e Immediate and ongoing work with professionals and people with lived
experience, including unpaid carers, to overcome barriers and misunderstanding
regarding information sharing.

e Inthe medium term:

e A move towards a joint set of principles across all 3 Acts; and

e Development of the HRE, SDM and ADM framework across all 3 Acts; and

e Expansion of the jurisdiction of the Mental Health Tribunal for Scotland to

include capacity cases; and

e Sustained appropriate resourcing to accompany this extended remit of the
Mental Health Tribunal for Scotland.

3.2: Principles

3.2.1: Where we started

The Mental Health Act, the Adults with Incapacity Act and the Adult Support and
Protection Act each include a set of principles to govern how people should exercise

powers and duties under that legislation. These are set out below.

Principles in legislation
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Adults with Incapacity
(Scotland) Act 2000

Mental Health (Care and

Adult Support and

Treatment) (Scotland)

Protection (Scotland)

Act 2003

Act 2007

e Any action or decisions
taken must benefit the
adult and only be
taken when that
benefit cannot
reasonably be
achieved without it.

e Any action or decision
taken should be the
minimum necessary to
achieve the purpose.
It should be the option
that restricts the
person’s freedom as
little as possible.

¢ In deciding if an action
or decision is to be
made, and what that
should be, account
shall be taken of the
present and past
wishes and feelings
of the adult as far as
they can be
ascertained. The adult
should be offered

appropriate assistance

e The present and past
wishes and feelings of
the patient must be

considered.

e The views of the
patient’'s Named
Person, carer and any
guardian or welfare
attorney must be taken

into account.

e The patient should be
assisted to participate

as fully as possible.

e The patient should be
provided with support
e.g. Access to a solicitor

and Advocacy services.

e It is important to
consider the full range
of treatment options
available.

e Treatment must provide
maximum benefit to the

patient.

e The Act must impose

minimum restriction of

Must take into account:

e The wishes and
feelings of the adult at
risk — past and

present.

e The views of other
significant individuals,
like the adult's nearest
relative, primary carer,
guardian or attorney,
or any other person
with an interest in the

adult's wellbeing or
property.

e The importance of the
adult participating as
much as possible in
the performance of
functions under the
Act.

¢ Providing the adult with
the relevant
information and
support to enable them
to participate as fully

as possible.
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to communicate his or
her views.

Account shall be
taken of the views of
the nearest relative
and the primary carer
of the adult, the adult’s
named person, any
guardian or attorney
with powers relating to
the proposed
intervention.
Encourage the adult
to exercise whatever
skills he or she has
concerning property,
financial affairs or
personal welfare as
the case may be and
to develop new such
skills.

the freedom of the
person, which appears
to be necessary under

the circumstances.

e The person’s
background and
characteristics,
including age, sex,
sexual orientation,
religious persuasion,
racial origin, cultural and
linguistic background
and membership of any
ethnic group must be

considered.

e It is important to provide
appropriate services
and continuing care to

the patient.

e The needs and
circumstances of the
person’s carer should
be considered, providing
such information as
might be necessary for
the ongoing care of the

patient.

o Where society imposes
an obligation on an

individual to comply

e The importance of
ensuring that the adult
is not treated less
favourably than
another adult in a

comparable situation.

e The adult's abilities,
background and
characteristics,
including their age,
gender, sexual
orientation, religious
persuasion, racial
origin, ethnic group,
and cultural and

linguistic heritage.
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with a programme of
treatment and care, it
should impose a
parallel obligation on
the health and social
care authorities to
provide safe and
appropriate services,
including ongoing care
following discharge
from compulsory
treatment

(reciprocity).

The principles overlap to a considerable extent. The provisions in the Mental Health
Act are based on ten principles recommended by the Millan Committee:

Non-discrimination, equality, respect for diversity, reciprocity, informal care,
participation, respect for carers, least restrictive alternative, benefit, and child

welfare.

We suggested in our consultation that a new approach to the principles may be
required. The current law is mainly about protecting people from undue interference
in their lives. For that reason, principles like ‘least restrictive alternative’ and ‘no
intervention without benefit’ set out an expectation that non-consensual care and
treatment should be used as little as possible.

We want future legislation to be more about helping people with mental or intellectual

disability to live well and enjoy their lives without stigma or prejudice. We proposed

that the principles of the new framework need to reflect this wider aim.
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We therefore suggested a new set of principles, based on principles already

established in human rights instruments, particularly Article 3 of the UNCRPD.

The four core principles we suggested were:

* Respect for dignity. This is an important statement about the inherent human
worth of any individual. It is linked in Article 3 with autonomy, but is a wider concept,
which we believe should be separately stated. The National Taskforce for Human
Rights Leadership stated that: ‘human dignity is the value which underpins all human

rights’.

Academic work done for the Taskforce makes clear that the concept of human
dignity is important in international human rights, and familiar in domestic law.
Although it is difficult to spell out in legislation precisely what it covers, it has a strong
resonance, which may assist in understanding the aims of the law. It is flexible
enough to be applied and developed in different contexts. Respect for dignity
provides an intuitive framework to help assess whether particular actions are

consistent with human dignity.

It provides a basis for claims of economic, social and cultural rights, such as rights to
health, housing, employment and social security to be taken into account. It also
provides a lens to assess whether interventions in someone’s life are justified or
necessary. Ultimately, this principle highlights the need always to keep the unique
individual affected by the law at the centre of the law and its application.

* Respect for autonomy. This principle is fundamental to the UNCRPD with
respect to legal capacity and respect for rights, will and preferences. It is also a core
value of the European Convention on Human Rights, particularly Article 8. It relates
to the freedom to make your own decision and / or be supported to make your own

decision.
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* Non-discrimination and equality. Non-discrimination and equality are central to
the UNCRPD, and it is important to understand what they mean. For people with
disabilities, it does not mean treating everyone the same. This principle requires us
to remove the barriers that prevent disabled people from participating as equal
citizens in society and having control over their own lives. Barriers can be removed
through providing access to appropriate support, through reasonable adjustments
(‘reasonable accommodation’), and creating conducive environments, for example.

We have highlighted this in the first chapter of this report.

* Inclusion. This principle affirms the right of people with mental disorder to
participate not just in their care and treatment, but in wider society: to have
meaningful access to independent living, to fulfilling work, to friendships and social
connections, to culture and creativity. Inclusion can also be about promoting our own
sense of belonging and connection within a community with a common bond of
impairment. This principle, in particular, reflects the shift to the incorporation of
economic, social and cultural (ESC) rights, and the paradigm shift of the UNCRPD,

which is the first international treaty explicitly to require inclusion.

As with the principles which currently operate, none of these on their own can
provide an all-encompassing guide to what needs to happen in an individual
situation. They need to be considered together, recognising that in some situations
principles will pull in different directions and will need to be balanced against each

other.

We anticipated that the legislation and Codes of Practice would set out in more detail

how these principles should be given effect.

We suggested that the proposed principles encompass and expand most, if not all,
of the Millan principles in the Mental Health Act and were also more easily able to

accommodate the incorporation of economic, social and cultural rights.
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We also consulted on retaining the principles of respect for carers, reciprocity, and a

specific principle concerning the rights of children.

3.2.2: What people told us

There was considerable support for the general intent behind the proposed
principles. SASW commented that: ‘Respect for dignity and autonomy and
supporting the right for inclusion and equality are all fundamental values in social
work practice.” The Royal Society of Edinburgh praised ‘the intention to adopt the
four core principles from the United Nations Convention on the Rights of Persons
with Disabilities (UNCRPD) within the legislation’.

ENABLE said: ‘We agree with the four core principles set out within the consultation,
and the ambition to incorporate international human rights treaties including
UNCRPD into Scots law. ENABLE has a particular interest in the principle of
Inclusion, and notes that significant progress remains to be made in delivering the

right to independent living.’

Mental Health Network Greater Glasgow gave a detailed response on the four
principles which included the following points:

Dignity: ‘being treated with ‘dignity and respect’ is critical to a positive experience of
receiving mental health treatment and support and...is central to more effective
engagement in the care process which then better reflects the care needs of the
person receiving care...a framework that explores this dimension of the care process

should be a central part of how we evaluate our mental health services’

Autonomy: ‘the treatment and support offered by our mental health services is often
provided by staff who either do not know the person being treated or who don’t have
any knowledge of them as a well person...the people receiving treatment often have
strong opinions about their experiences of mental health care and their

treatment...we have people who have no personal knowledge of a person, treating a
person who lacks capacity and without any prior relationship or systematic support to
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assist the process. This happens every day...and we cannot help but wonder how
many negative experiences within our mental health system could have been
avoided by recording a patient’s opinions about their care and enabling a dialogue

with them.’

Inclusion: ‘we absolutely agree with the right "to be included regardless of a label.’
We feel that it is absolutely necessary that people have the right “to participate not
just in their care and treatment, but in wider society — to have meaningful access to
independent living, to fulfilling work, to friendships and social connections, to culture

and creativity.’

Several responses were supportive but highlighted that principles on their own were
insufficient. Support in Mind ‘particularly welcomes enshrining the principles for
reformed mental health law on principles already established in the UNCRPD...
however, it must be ensured that people coming into contact with reformed mental
health law know exactly what their rights are, what they mean for them, and how to

use them.’

Age Concern commented: ‘The principles in themselves are clear and focussed on a
person’s human rights so that they can be supported to live well and enjoy their lives
without stigma or prejudice. We agree that with these changes the human rights of
people with mental or intellectual disability will be better protected, respected and
fulfilled. There is a question, though, about how this can all be properly and

effectively resourced.’

At the same time, there was widespread support for the current principles — and
several responses felt that these were easier to understand and apply in practice
than the proposed new principles.

A local authority said: ‘Removing the current principles e.g. benefit and least

restrictive could result in individuals rights being infringed. The proposed principles

seem more generic and less clear than existing principles.” Glasgow City Council
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said: ‘Some respondents were concerned that there was a lack of clarity in the 4
proposed principles contained within the Review Paper as compared to those within
the 2003 Act.’

The MWC ‘welcomes the principles described- we particularly note a principle of
inclusion. There are some questions however as to how these broad principles might
be evaluated. We are aware of the widespread support and clarity that the current
“Millan principles” retain within the landscape even though our own work shows that

these are not always fulfilled.’

Individual 15 said: ‘Il agree that there are benefits to including non-discrimination,
dignity and respect more specifically - to do so also aligns law more with the
professional value base of social work which in my view are excellent and of benefit
to service users. However, | have been a Mental Health Officer since 2001 and have
always felt that the principle of reciprocity is extremely helpful when considering
interventions particularly. | am also against reducing the existing principles of the
2003 Act as set out. | have always felt that they provide excellent guidance.
Furthermore, having worked as a Mental Health Officer under the 1984 Act too when
there were no principles, | am against the proposal that principles should form

guidance. They must remain enshrined in law.’

COSLA were sceptical of the value of seeking to summarise principles from human
rights instruments, saying: ‘As there is already the intention to incorporate
internationally recognised human rights directly into domestic law it is unclear
whether these additional principles add value or cause confusion.’ In contrast, SHRC
commented: ‘...the Human Rights Bill may seek to explore the concept of “dignity” as
a founding principle to the delivery of human rights. The principles of both pieces of
legislation should be developed in tandem to ensure cohesion. With regard to mental
health law, dignity could be developed to encompass the protective aspects of
CRPD, where, for example, positive action is required to prevent a person from

suffering ill-treatment.’
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The Law Society of Scotland highlighted the need to address the private law aspects
of capacity law: ‘...complementing these essentially public law principles should be
retention and enhancement of existing principles applicable to private law aspects of
the relevant statutes, updated to comply with the recommendations of the Three

Jurisdictions Report and our previous recommendations.’

We discuss below responses to our question about retaining the existing principles
of reciprocity, respect for carers and child welfare. All of these attracted widespread

support.

Reciprocity

In our consultation we said we were also considering whether reciprocity should

remain as a feature of mental health law. The Millan report (chapter 3) defined this

principle as follows:

‘Where society imposes an obligation on an individual to comply with a
programme of treatment and care, it should impose a parallel obligation on the
health and social care authorities to provide safe and appropriate services,

including ongoing care following discharge from compulsion.’

There was widespread and strong support for the retention of the principle, from the
MWC, professional groupings including the Royal College of Psychiatrists, the
Forensic Network, the British Psychological Society and the Scottish Association of
Social Workers, and user led groups such as the Greater Glasgow Mental Health

Network who said:

'We feel that the retention and strengthening of this principle is hugely
important. We would advocate for an explicit recognition that for every
restriction there has to be a system to scrutinise, manage and minimise the
restriction whilst it is in effect, promote engagement throughout the period but

also ensure that the person subsequently becomes entitled to supported
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decision making support to manage and minimise any future restriction, i.e.
learning from an episode of ill-health with support to plan preventatively

against any future episode of mental ill-health and/or loss of capacity.’

Several respondents argued that principles from Millan such as reciprocity and ‘least
restrictive alternative’ were clearer and more specific than the four new duties we
proposed. 12 out of the 14 respondents who expressed a view were in favour of its

retention.

The British Psychological Society highlighted the evidence base for the
psychological treatment of psychosis spectrum disorders. This implies that, for
example, long-term use of community-based compulsion for individuals who receive
depot injections may not be reciprocal without access to psychological therapy if this
would benefit the individual.

There was however criticism from two respondents that the principle was of limited
value. People First said that the principle of reciprocity has never been properly
applied to people with intellectual impairments, because there was no ‘treatment’ to
cure intellectual impairment and therefore the object of detention was not a benefit to

the person but to limit the perceived threat to the community.

Thrive Edinburgh said: ’One group member criticised the concept of “reciprocity”,
with its central idea of restricting people’s liberty and human rights, but them at least
getting something in return, as a sort of unwelcome “bargain” and bonus prize. It
arguably creates a perverse incentive to detain and coerce, because that is what is

seen to unlock help and support in the current system.’

We understand the concern but are doubtful that reciprocity as it is currently
provided for in the Mental Health Act creates an incentive to detain. We are aware of
concerns in England and Wales that detention is sometimes used to ensure a person
receives treatment which otherwise would not be provided, but we do not believe

that this risk in itself is a compelling argument against a principle of reciprocity.
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We have concluded that we should include a principle of reciprocity in the new law.
The Code of Practice should give guidance on how the principle should be
interpreted and applied, including the need to minimise any harm to human rights,
remove barriers and reflect to the maximum possible degree with the will and

preferences of the individual.

However, given the proposals we make in this report to ensure that everyone has
access to the support they need, through the Human rights enablement approach, it
is legitimate to ask: what more do we owe to people subject to compulsion, and
why?

Part of the answer can be found in the 2019 ECHR case of Rooman v Belgium which

stressed that the lawfulness of detention on the grounds of mental disorder
depended on the availability of suitable care and treatment:

‘Any detention of mentally ill persons must have a therapeutic purpose, aimed
specifically, and in so far as possible, at curing or alleviating their mental-
health condition.” (para 208)

As we set out in chapter 11, we propose that the Mental Health Tribunal should have
stronger powers to ensure that anyone subject to compulsion is getting the support
they need — and to ensure that compulsion is not being sought because of a failure
to provide support which could have avoided it. We also believe a duty of reciprocity
should apply directly to the public bodies which are (or should be) providing care and
support during and after compulsion. The HRE framework set out in chapter 8 should

facilitate that.

Although the current principle of reciprocity is widely supported, it is striking that
there is little in either the Mental Health Act or the Code of Practice to define what
the duty is. The Millan Report talked of ‘an obligation to provide safe and appropriate
services, including ongoing care following discharge from compulsion’. We think this

could be updated and expanded.
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One response from a mental health officer highlighted the social work value base
‘centred around citizenship and reciprocity and which is relationship based as
opposed to treatment based’. In line with our wider principles of dignity and
autonomy, we believe the duty should not just be about services, but about

understanding what the person values most and prioritising that for them.

There are complexities in considering reciprocity within capacity law, since attorneys
and guardians (or decision-making representatives) are often private citizens, not
part of the State, and so it is not clear how duties to provide support could be
imposed on them. However, we do believe that any deprivation of liberty involving
the State, including paying for private residential care, should attract the reciprocity

duty.

Respect for carers

In the 2003 Act, section 1(6) provides that anyone discharging functions under the
Act (other than making a decision about medical treatment) shall have regard to the
relevant needs and circumstances of any unpaid carer and the importance of
providing information to the carer to assist the carer to care for the person in need of

care.

The four new principles we proposed did not specifically address unpaid carers, and
we asked if we needed to include a specific principle regarding them. We found very
strong support for this.

The Carers Trust, on behalf of the National Carer Organisations were supportive of

the approach of the new principles, saying:

‘Moving away from the current paternalistic approach taken around mental
disorder/disability can only be a good thing and moves Scotland into new era of
human rights-based services which enable rather than disable people. Taking

such approach can be of great benefit to unpaid carers, as it puts them as part
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of the team around the person that they care for, rather than someone who
picks up the pieces once services withdraw or when the cared for person is

discharged from a service.’

But they argued very strongly that it was also important to retain a specific principle

of respect for carers:

‘Without this it was felt that those working under the auspices of the pieces of
law being discussed could simply overlook unpaid carers and have no regard to
their views. One comment provided but echoed throughout our consultation
exercises was: “without recognition at the outset of the law we are just
consigned to the background. This would be a disastrous step back at a time
when we are, to some extent, given a voice when the person being cared for is
under the Act.”

There was similar strong support from other groups including VOCAL and SCLD.

It was suggested that the link should be made with the Carers (Scotland) Act 2016,
which places a statutory duty on local authorities, NHS and other agencies to involve
unpaid carers and respect their views. The Mental Health Workers Forum suggested
that, instead of just talking about ‘respect’ for carers, wording such as ‘engagement’

or ‘involvement’ should be used to align with the Carers (Scotland) Act.

Children

We discuss in Chapter 12 the ‘child welfare’ principle, and set out our view that we
should retain such a principle, linked to the requirements of the UN Convention on
the Rights of the Child.

3.2.3: Our final recommendations

We have concluded that we should retain a detailed set of principles drawing on the

existing principles of mental health, capacity and adult support and protection law,
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including autonomy, respect for carers and a principle reflecting children’s rights.
These should be updated to give a stronger focus on respect for the autonomy of the
individual, and to include principles of dignity and inclusion which should guide the
positive duties we propose for public bodies.

We have recommended a set of principles which could be applied across mental
health and capacity law, and could inform aligned or unified legislation. These draw
on the existing principles and the wording of the principles in the UNCRPD. Some of
these principles are intended to apply to any actions taken under the Act, including
the duties of public bodies to respect Economic, Social and Cultural Rights. Others
are specifically directed at situations where it may be felt that the person lacks

Autonomous decision making ability, and some kind of intervention may be required.

In the recommendations below we suggest draft wording, but the final wording
should be agreed following full engagement with people with lived experience
including unpaid carers and those who would be required to have regard to the

principles.

Adult Support and Protection ( Scotland) Act 2007

There was broad agreement on the desirability of generally consistent principles
across mental health, capacity and adult support and protection law, but there are
particular nuances that have to be considered with the ASP Act, We consider these
in more detail in Chapter 14 but overall we recommend a move towards consistency

of principles.

AWI Act — intermediate recommendation

We anticipate that our complete agenda for legislative reforms legislation will take

several years to develop. In the meantime, urgent reforms are needed to the AWI
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Act. If these are brought forward ahead of any more radical alignment, we propose
some updating of the AWI principles, drawing on the recommendations of the Three

Jurisdictions Report, highlighted by the Law Society of Scotland. Detail on this and

additional proposals for reform of AWI are provided in Chapter 13.

Chapter 3: recommendations

3.2.4: Fusion or unified legislation

Recommendation 3.1: Fused, or unified, mental health and capacity legislation

should be the ultimate long term goal in Scotland.

Recommendation 3.2: To support the above recommendation, active steps
should be taken to align existing mental health, capacity and adult support and

protection law. Such alignment will require the Scottish Government to:

e work with professionals and people with lived experience, including unpaid
carers, to overcome barriers and misunderstanding regarding information
sharing.

e move towards a joint set of principles across all 3 Acts.

e develop the Human rights enablement approach, Supported decision

making and Autonomous decision making systems across all 3 Acts.
e expand the jurisdiction of the Mental Health Tribunal for Scotland to include

capacity cases, including sustained and appropriate resourcing to

accompany this extended remit of the Mental Health Tribunal for Scotland.

111


https://autonomy.essex.ac.uk/resources/eap-three-jurisdictions-report/
https://autonomy.essex.ac.uk/resources/eap-three-jurisdictions-report/

Chapter 4: Supported decision making

3.2.5: Principles

Recommendation 3.3: Future mental health, capacity and adult support and
protection law should expressly provide that anyone discharging a function
under it should have regard to the following principles:

1. Dignity: The importance of respecting the inherent dignity of any individual

who may seek or be offered support for a mental or intellectual disability.

2. Inclusion: The importance of facilitating full and effective participation and
inclusion of people with a mental or intellectual disability in society and in

all decisions affecting them individually and collectively.

3. Autonomy: Respect for the individual autonomy of people with a mental or
intellectual disability, and their will and preferences including past and
present wishes. This should include the freedom to make one’s own

choices.

4. Equality: Respect for difference, and acceptance of people with a mental or
intellectual disability as part of human diversity and humanity who retain
the same rights and entitlements as those with other health needs.

5. Non-discrimination: The need to avoid discrimination on the basis of
disability or any other characteristic, including age, gender, sex, sexual
orientation, religious persuasion, racial origin, ethnic group and cultural

and linguistic heritage.

6. Respect for carers: Consider the needs of anyone who is a carer (as
defined in the Carers (Scotland) Act 2016 and the importance of providing
them with such information as may assist them to care for the individual
and engaging with any unpaid carer in the care planning process, where

this is practicable to do so.
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7. Respect for the rights of the child: Any interventions concerning a person
aged under 18 shall respect the rights of that person under the UN
Convention on the Rights of the Child and the UN Convention on the Rights

of Persons with Disabilities. (see also chapter 12)

For non-consensual treatment

Anyone considering or making an intervention with a person who has not
consented or may be unable to autonomously consent to that intervention
shall have regard to the following principles:

8. Benefit: The intervention must provide benefit to the person which could
not reasonably be provided otherwise and which can be justified with

respect to the human rights of the person overall.

9. Least restrictive alternative: The intervention is the least restrictive

alternative of the options likely to fulfil the aims of the intervention.

In addition, the following principle shall apply to the NHS and any local
authority or other agency defined in regulations who may have powers or
responsibilities to provide care, treatment or support to the person:

10. Reciprocity: Where an individual is required under the legislation to
comply with a programme of treatment and care, there shall be a parallel
obligation on health and social care authorities to provide suitable care and
support, including, but not restricted to, after compulsion.
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4 1:Introduction

As has already been stated, the aim of this Review is to recommend changes to
mental health and capacity legislation that will embed human rights and the rights set
out in UNCRPD.

Traditionally these laws have turned on the basis of whether a person has the
capacity to make decisions or not, with decisions for persons found to lack capacity

made by others, sometimes without reference to the person.

The UNCRPD has provided an impetus for a shift in how states respond to disability
rights. Fundamental to this is Article 12 UNCRPD which asserts the right of disabled

people to equal recognition before the law and requires states to take appropriate
steps to provide access by persons with disabilities to the support they may require

in exercising their legal capacity.

In the UNCRPD context, support for the exercise of legal capacity means providing
support for a person to put their decisions into effect and can include support to
challenge barriers that disable the person. The term ‘supported decision making’
(SDM) has been interpreted in different ways (Martin et al, 2016). However, for the

purposes of this report, we shall refer to ‘supported decision making’ as including
support for the exercise of legal capacity. This therefore encompasses support that
helps a person to form a view about what they want to happen and how to make that
happen so that it has legal effect. This is vital if people are to participate on an equal

footing with others, in decisions about their lives.

Supported decision making starts from the premise that everyone, including those
who may have decision-making challenges, has a right to make decisions for
themselves. The decision maker should be at the centre of the process, with respect

given for their autonomy.
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The current framework in mental health and incapacity law in Scotland focuses in the
main on protecting individuals with mental disorder from unnecessary intrusions in
their life. However, there is sometimes limited acknowledgment of the need to
recognise a person's rights, will and preferences. This needs to change and a
fundamental part of that change is the development of a comprehensive regime of

Supported decision making which should apply in all situations.

To date, there have been a number of initiatives established within Scotland to
support greater autonomy for people using health and care services, including the
Realistic Medicine initiative, legislation for self-directed support, anticipatory care
planning, recognition of advance statements, powers of attorney and independent

advocacy provision.

These approaches have had significant benefits but are sometimes limited in scope
and not always successful. We are aware of a willingness on the part of many to
develop these schemes. Engagement and participation are essential approaches
that give effect to human rights and create genuine partnerships between people
with lived experience, unpaid carers and practitioners that can lead to the best
outcomes for people. Without proper resourcing and support however, it becomes an

almost impossible challenge.

Research and evaluation of various forms of Supported decision making is also
developing but is currently far from comprehensive.

4.1.1: Position of UNCRPD

The Committee on the Rights of Persons with Disabilities has made it clear that they
consider Supported decision making should replace substitute decision making
arrangements as these are discriminatory and deny the equal enjoyment of the right

of persons to exercise legal capacity (Committee on the Rights of Persons with

Disabilities, 2014). The Committee has indicated that this is because the basis upon

which substituted decision-making is permitted is often based on biases and
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misconceptions about a person’s ability to make valid decisions because they have a

diagnosis of mental disability and/or actual or perceived related impairment.

We have noted the Committee’s position and consider that for now, in Scotland,
there remains a need for non-consensual interventions and treatment and these
should be provided in law. However, we consider that it is imperative that the
person’s voice is heard even in those situations. This position is considered in detail
in Chapter 9 of this report. It is informed by consideration of a range of views
including the voices of lived experience, which are far from unanimous on this

issue.

4.2: Will and preferences

The use of SDM allows for the individual's views to be given effect to the extent that
this would occur with others without disabilities. Where meaningful communication is
genuinely impossible the UNCRPD Committee recognises that SDM does include

the ability for others to make a non-discriminatory best interpretation of the person's

will and preferences (Committee on the Rights of Persons with Disabilities, 2014).

It is important to understand that this interpretation is something which is different to
a “best interests” decision. A best interests approach can be seen as paternalistic,
with a sense of someone else knowing what is better for an individual than they do
themselves. A best interpretation of a person’s will and preferences is an attempt to

reflect what that person would actually want themselves in those circumstances.

A best interpretation of a person’s will and preferences should be based on
information gathered from those known to the individual and should consider the
person's values, beliefs and past expressions of will and preferences. Consideration
also needs to be given to how the views of others impacted by the decisions taken
can and/or should be taken into account. As is the case for everyone, rarely is a

decision made that only impacts one person.
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A person’s will and preferences combine a longer-term sense of what a person is
trying to achieve in their life with what they prefer to happen more immediately. For
example, a young person may want to live independently. This is their will for the

long term, their immediate preference is to move out of their parents’ house.

However, will and preferences may not always be the same, in which case
judgement would need to be exercised in the supported decision-making process as
to which should be given priority. Whilst there is inevitably some debate about
whether this in effect amounts to substitute decision making by another name, this

does potentially allow for decisions to be made in many challenging situations.

In crisis situations it might also include taking steps to provide a “breathing” or safe
space in which to address the causes of a person's mental distress and to ascertain
their genuine will and preferences. This to some extent should address anxieties
around having to give effect to an individual's wishes expressed in times of acute

emergency.

This is the kind of tricky balancing act that can sometimes be required in SDM, which
is why it can be time consuming and resource intensive. But if the Scottish
Government is truly committed to developing a human rights-based system placing a
person’s rights at the centre then resource is needed to develop Supported decision
making and embed it fully in mental health , capacity and adult support and
protection law and practice.

4.3: Existing practice

It is important to remember that much of what we are thinking of when we refer to
SDM is not some new special thing which is different from everything done before,
but an approach which encompasses a whole range of ways of operating, some of
which are well established and some of which are newer. SDM can start with just the
way a conversation is conducted, taking down barriers to ensure all parties are

comfortable and can understand the discussion.
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We have heard from many in our consultation that Supported decision making is
already built into their work. Powers of Attorney, advocacy, advance statements all
contribute to enabling people to have their voices heard and it is undoubtedly the
case that part of the focus on a supported decision scheme must be aimed at
improving existing practices, making them easier to engage with. But in its response
to our March 2022 consultation the Mental Welfare Commission indicated that data it
has collected demonstrated that the current legislation’s promise regarding advocacy
and advance statements has not delivered and there is a need for change to ensure

that options are offered and acted on.

The UNCRPD Committee in its General Comment Number 1 refers to Supported

decision making in relation to the legal right of persons with mental disabilities to

access support for the exercise of their legal agency (Committee on the Rights of

Persons with Disabilities, 2014). It sets out some informal and formal means by

which support may be provided.

These include:

e Support from one or more trusted persons, peer support and independent

advocacy
e Assistance with communication as appropriate to the needs of the individual,
particularly for those who use non-verbal forms of communication to express their

will and preferences

e Advance care planning — including providing support to a person to complete an
advance planning process.

e Specialist support in legal and administrative proceedings

e Communities and support (collective advocacy)
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We think there needs to be a common understanding of Supported decision making
(SDM) rights and principles. It is a relatively new field of international practice which
is not always done in the same way in different countries. The way ahead is
considered in the reminder of this chapter.

We are proposing a new framework which includes enabling respect for human
rights, Human Rights Enablement (HRE) ( see Chapter 8). This framework will also
include Supported Decision Making (SDM) to ensure focus on respect for the will
and preferences of people with mental or intellectual disability. It will also include an
Autonomous Decision Making (ADM) test to allow for non — consensual intervention

in situations when this is necessary to protect the person’s or others’ rights.

Collectively these elements of the framework will:

e Ensure and protect the rights of persons with mental or intellectual disability; and

e Ensure that persons with mental or intellectual disability receive appropriate

support at the right time (whether in an emergency or non-emergency); and

e Ensure that the rights of others are also protected.

Chapter 8 of this report details the recommendations for the HRE and ADM in detalil
but central to this is the SDM regime which will keep the focus on respect for the will
and preferences of people with mental or intellectual disability in ways that are not
done at present. Its purpose is to ensure that the person’s will and preferences are
heard and given effect on an equal basis with others even at times when the person
is unable to express such will and preferences. The intention is that a finding of
incapacity or SIDMA will no longer potentially result in the person’s will and

preferences being disregarded.
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4.3.1: What people told us

In our March 2022 consultation, we asked for views on a wide-ranging supported
decision-making scheme, based on the model proposed by UNCRPD, how it might
be taken forward, including whether a Centre of Excellence might be an option, what
the barriers would be to such a scheme, and how we might mitigate against undue
pressure. We also asked if there should be legal duties on public bodies to secure

SDM for people who need it.

In a smaller consultation in May 2022, we asked about independent advocacy and
advance statements. We have also carried out work around named persons and had
the benefit of research conducted by Edinburgh Napier University and Queen’s
University Belfast on the views and experiences of patients, named persons,
practitioners and Mental Health Tribunal for Scotland panel members of the Mental
Health Tribunal for Scotland (Stavert, Brown and McDonald, 2022).

As mentioned earlier in this chapter, responses to the consultations were very much

in favour of a wide-ranging supported decision-making scheme.

The Scottish Human Rights Commission told us, echoing the views of many,

‘The realisation of supported decision making is at the centre of compliance
with Article 12 of CRPD. We agree that what is required is the development of
a comprehensive regime of supported decision making, which should apply in
all situations and especially where non-consensual interventions and

treatment are being considered.’
There was a general feeling that a focus on SDM should be fundamental. There was

a wide consensus that we need to find better ways to support people to make
decisions.’ -VOX
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Individuals spoke of feeling powerless. One individual summed up the feelings of
many saying ‘there were lots of conversations about me, but not with me’. Proper

Supported decision making should stop this happening.

The challenges lie not in the concept of a SDM scheme, but how it might be carried
out and resourced. There were concerns that, in the current constrained times, SDM
is seen as aspirational. We heard from many that individuals' views can get lost
amongst the need to prioritise limited resources. Comments were made by several
individuals that there was a lack of accessible information available to enable them
to make informed choices about their care and treatment, particularly under the 2003
Act.

Many expressed concerns about the practicalities of the scheme. There was a sense
that an evolutionary rather than a revolutionary approach was needed, building on
existing good practice, with core tools, a consistency of approach, provision of

adequate resources, and clarity as to who would lead on this.

The main concern lay around resourcing — people, time and training and funds all

need to be in place to progress this.

‘There is widespread support across the sector for mechanisms to increase
an individual’s voice.....however this can take time to invest in relationships
and there is often a lack of resource to ensure that options are available.’

Mental Welfare Commission

‘The benefits of these recommendations can only be fully realised if services
are sufficiently funded to meet the needs of all service users.’ - Equality and

Human Rights Commission

In addition, however, a substantial number of responses mentioned the need for

culture change. It was striking how many of the user led organisations said that
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misplaced perceptions about their ability to make decisions would be a barrier to a

successful scheme:

‘[another barrier is] the widely held belief that we are, by virtue of our
intellectual impairment incapable of making our own decisions.’ - People First

Scotland

Practitioners too spoke of the need for a shift in culture and approach:

‘Group members also recognised the cultural shift towards viewing decision
making as being located with the person regardless of their autonomy as
being necessary and substantial.’- Midlothian Health and Social Care

Partnership

The challenges around the actual delivery of Supported decision making were
addressed by many too. Consideration therefore needs to be given as to how to
address the common situations where a person’s will and preferences are highly

variable or inconsistent. And the need for adaptability was highlighted:

‘If the SDM model is to be utilised as part of a revised legal framework in
Scotland then careful consideration needs to be given to its applicability to all
areas of clinical practice and to a broad range of clinical scenarios. Due
attention should be given to disadvantages as well as advantages, and
consideration of potential modifications and refinements in certain situations.’

- Royal College of Psychiatrists

4.4: How do we take Supported decision making forward?
We asked how SDM should be taken forward, what needs to be in place to make it

happen. We also asked if there was a need for some form of centre of excellence to
promote and develop SDM.

122



Chapter 4: Supported decision making

Many recommended clear commitment on the part of government and leadership at

a national level:

‘Changes in law must be accompanied by strong rights and attributable
duties. This means the Scottish Government must make it clear which bodies
have oversight and responsibility for this scheme.’ - the Challenging

Behaviour Foundation.

‘Supported decision making needs to be explicitly built into processes, with
duties attached and the scrutiny of the performance of those duties made
more robust... It must be clear where accountability lies for ensuring that an
appropriate level of supported decision making has been provided.. the
intention to provide SDM requires to be backed up by an attributable duty and

to require evidence of it being performed.’ - Individual response

As well as a robust evidence base of what works with SDM for different people at
different times training is also essential in order for SDM to be taken forward. Across
all professions, this needs to be embedded from the outset and to sit alongside HRE.
To ensure that rights are protected, it is essential that we have a workforce equipped
to recognise changes in a person’s ability to make decisions and at which point
additional support may be needed to enable a person to be involved in decisions

about their lives.

As already mentioned, the need for adequate resourcing was highlighted by many.
There were concerns that, as there is not enough resource in the current system to
enable practitioners to engage in a human rights approach across existing legal
frameworks, how can additional expectations be implemented unless significant

additional resource is provided.
There was limited enthusiasm for a Centre of Excellence to develop and promote

SDM. It was, however, considered by many that someone does need to hold this

leadership role and the Scottish Government must give consideration to this. Without
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a central point of development, promotion and oversight, the practice will be left to
services to develop, as is currently the case. This has led to patchy implementation
and lack of awareness of the range of help available by both persons needing
support and potential supporters.

Most importantly, however, is the need for SDM to be developed in true partnership

with those who will use and benefit from the SDM scheme at all levels:

‘The scheme should be taken forward with involvement of people with lived
experience and their carers and supporters. It should be reviewed in a year to
establish what has been working on the ground and what has not.” - Support
in Mind Scotland.

‘The SDM scheme must be taken forward in partnership with those of us who
will benefit from the scheme. We cannot emphasise enough the importance of

lived experience participation, ideally in a leading role’ - People First .

4.4.1: Undue influence

This concept goes to the heart of the authenticity and voluntariness of a person’s
ability to make decisions. When making decisions, we are all influenced to a certain
extent by the views of others and by our circumstances. The influence of others can
often be positive and facilitate decision-making but we need to be alert to occasions
when a boundary has been crossed and the influence has become malign -
overbearing, interfering, or even bullying. The identification of undue influence and
managing situations where this might, and does, arise is important. Codes of

practice and guidance must cover this.

One may consider influence “undue” when it mainly, or entirely, benefits the person

providing the support and not the person being supported.
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We asked for views on how to mitigate against the risk of this in SDM generally. It
was pointed out by many that adult support and protection considers undue influence

in practice and there is much to learn from social work in this area.

‘The reflective skills and self-management expertise of social workers are
hugely important in supporting and understanding individuals within their own
context. Expectations exist within other legislation...that require social
workers to assess for undue pressure on an individual.” - Scottish Association
of Social Work

People also mentioned the need for independent provision of support and
appropriate guidance for all those taking on a supporter role. Many mentioned the
need to distinguish between an individual unduly pressurising someone and the
situation where a practitioners or systems might unduly influence a person’s choices

and decisions.

Respondents also mentioned the need to support communication, and make
reasonable adjustments to ensure effective communication, so that undue influence
can be identified in situations where there are difficulties in communication. It is
clear that the skills of speech and language therapists cannot be underestimated

here.

It was also suggested that the support of an independent advocate would help to

mitigate against undue influence.

4.4.2: Conflicts of interest

Similarly, conflicts of interest may adversely impact on the authenticity and
voluntariness of a person's ability to make decisions. In general, the existence of a
conflict of interest is not necessarily harmful to a person but where it is clear that it
will, or is likely to, influence a person to their detriment then it is harmful. A person
may, for example, ask a family member, to assist them with their decision-making

but that family member is a beneficiary in the person's Will. That family member may
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be best placed to support the person to make a decision and give it effect, and
indeed has been chosen by the person to do so, and will do so with the predominant
intention of giving supporting to give effect to the person's rights, will and
preferences in the matter, although they may also benefit from the decision. This
would only be of concern where only the family member is likely to benefit or benefit

far more than the person from the decision.

It would be unrealistic to require that SDM can only be delivered in the absence of
conflicts of interest. Indeed, Article 12(4) UNCRPD does not require this. However, it
is vital, if SDM is to result in a genuine reflection of the person's rights, will and
preferences, to provide that safeguards are in place to identify and manage conflicts

of interest.
4.4.3: What types of support are needed ?

We asked in the Consultation about several types of support broadly based on the
framework set out by the UNCRPD and how these might be developed. These are
advance statements, powers of attorney, decision-making supporters, independent
advocacy, specialist support in legal settings, named persons, curators and

safeguarders and assistance in communication.

4 .5: Advance statements

4.5.1: Mental Health Law

Advance statements (AS) in sections 275-276C of the Mental Health (Care and

Treatment) (Scotland) Act 2003 are a means by which a patient may set out the way

in which they wish to be treated, or treatment they do not want, for their mental
health condition. In our consultations we proposed that it should be made easier to
make an advance statement and that they should be integrated with other forms of

advance planning.

126


https://www.legislation.gov.uk/asp/2003/13/contents
https://www.legislation.gov.uk/asp/2003/13/contents

Chapter 4: Supported decision making

The current system of advance statements has been criticised for a number of

reasons including:

e AS remain relatively little used: MWC research in 2021 found that only 6.6%

of patients whose T3 certificate (involuntary treatment under a Compulsory

Treatment Order (CTO)), was reviewed had an advance statement.

e There is a lack of awareness. Although Health Boards were given a new duty
in 2015 to promote Advance Statements, this appears to have had limited
impact. There is, however, a much higher uptake of AS in forensic mental
health services, according to MWC research.

e AS have legal status but may not be regarded as having sufficient weight.
They can be overridden by a doctor or Mental Health Tribunal. The reasons
for doing so must be recorded and can be reviewed by the MWC but this may
be seen as of limited value, particularly if the person wants to make an
advance statement because they are not confident the doctor will pay
sufficient regard to their wishes. The Act does not specify the grounds on
which it would be reasonable to override an AS.

e Despite this limited effect, making an advance statement is a relatively formal
process. It must be signed and witnessed by a qualified person who certifies

that the signer had capacity to make the statement.

e An AS is limited in its application. It only operates in respect of treatment
under the 2003 Act — i.e. treatment for mental disorder when the patient is
subject to compulsion under that Act (e.g. subject to a CTO or Short-term
Detention Certificate). It does not apply to treatment as an informal patient,
treatment under the Adults with Incapacity Act, or any wider issues which a

person may wish to make provision for.

e Sometimes practitioners don’t know an AS exists, despite the existence since

2015 of a statutory register.
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e The quality of an AS is perceived to have a bearing on how mental health
professionals respond to it. But there are few templates or systematic
processes within health and social care to support people to make an

effective advance statement.

e People may be anxious that past wishes, expressed in an AS may overrule
current wishes, when their current view on the care and treatment proposed is

the more relevant.

People told us in our May 2022 Consultation that the current system is not
working well. Comments from individuals included ‘the current system is a farce
and needs up dating ‘ and ‘I am not surprised advance statements are not widely

used because they can be overridden with little justification or challenge’.

The Equality and Human Rights Commission said:

‘Our concerns ...— low prevalence stemming from lack of awareness and
understanding of the process, confusion over what should be included, lack of
belief that the advance statement will be upheld., and difficulty in
contemplating being unwell once in recovery .. we also share the Review’s

concerns around the ease of overriding and limited application’.

4.5.2: Incapacity law

The AWI Act makes no reference to advance choices. The Scottish Law

Commission’s 1995 report on Incapable Adults recommended provision for advance

directives in relation to medical treatment, but this was not taken forwarded in the
2000 Act.

This has left considerable uncertainty in the law — many commentators believe that
an advance directive in relation to medical treatment may have legal effect in
Scotland, but no-one can be sure. Subsequently England and Wales legislated for
Advance Decisions to Refuse Treatment (ADRTS) in the Mental Capacity Act 2005.
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In 2009, the Council of Europe agreed ‘Principles concerning continuing powers of

attorney and advance directives for incapacity’ which recommends that ‘States

should promote self-determination for capable adults in the event of their future

incapacity, by means of continuing powers of attorney and advance directives.’

The Law Society of Scotland recently reviewed the law in this area and concluded

that the Scottish Parliament should make ‘clear and comprehensive legislative

provision’ in respect of advance choices.

The independent review of learning disability and autism in the Mental Health Act

(Rome Review) recommended that a statement of rights, will and preferences should
replace the advance statement in the 2003 Act for persons with learning disabilities
or autistic persons. We believe this should apply to all persons who wish to make
provision for their futures involving mental health or capacity legislation.

4.5.3: Proposed changes

Our May 2022 Consultation suggested that we follow the Rome proposals and
replace advance statements with a Statement of Rights, Will and Preference
(SWAP). This would be a new model to address the limitations of the current system.
We suggested that there should be consistency between advance decision-making
in relation to treatment for mental illness and other medical decisions and the
proposed SWAP could extend to all forms of advance choice. But this is a complex,
sensitive, area and detailed consultation would be required to progress this.

We proposed that a SWAP

e could have wider application than medical treatment ,

« should apply to any support , care or treatment the person may need across
all areas of their life

e could be varied in the extent to which advance choices could be binding

129


https://rm.coe.int/168070965f
https://rm.coe.int/168070965f
https://www.lawscot.org.uk/media/372888/22-05-19-adwg-report-final.pdf
https://webarchive.nrscotland.gov.uk/20200313213229/https:/www.irmha.scot/wp-content/uploads/2020/01/IRMHA-Final-report-18-12-19-2.pdf

Chapter 4: Supported decision making

« would have more ‘teeth’ than the current ‘advance statement’, in terms of its

legal effect.

However, we did not propose that a SWAP should be legally binding in every case.
We are mindful that situations can be complex and that there will be situations where
a SWAP should not be followed. Clarity would be needed about the justifications for
not following a SWAP and who should decide if one of those justifications has been
made out. Such decisions must be informed by the principles of law and the person’s
human rights. It should not be the case that the clinician’s view on what is best for

the person receiving care and treatment is the most important factor.

We also proposed that:

a SWAP should be authenticated by someone qualified to certify that the

person was able to make an autonomous decision in respect of the SWAP;

o the Mental Welfare Commission should retain a register of SWAPs and hold

monitoring and reporting duties;

« SWAPs should be developed with care and time, and support given by

advocacy workers, lawyers, peer support workers etc;

« if given authority by the person, unpaid carers, family members, trusted

people and clinicians should have input into the SWAP;

« the SWAP could be in audio, video or written form , should be regularly
updated, and a person could have more than one.

In response to concerns about the way an advance statement can be overridden at
present we proposed the following circumstances in which a SWAP could not be

followed:

= the person has acted in a way which is inconsistent with their SWAP.

130



Chapter 4: Supported decision making

= the person’s will and preferences seems to be more pertinent than those

expressed in an earlier SWAP.

= a position on the person’s will and preferences on a given matter cannot

reasonably be concluded from matters included in the SWAP.

= there are reasonable grounds for believing that the person did not anticipate
the circumstances at the time of making the SWAP which could have affected

their decision.

= there is evidence the person’s Autonomous decision making was

compromised when they made the SWAP.

= treatment which is inconsistent with the SWAP is necessary to save the life of
the person who is receiving treatment or to prevent serious suffering on their

part.

We also consider that the SWAP should remain valid even if an attorney is
appointed with relevant powers but the granter of the SWAP or a judicial body may
give the attorney express power to act in ways which may contradict the SWAP
where they believe that to do so would better protect the person’s human rights

overall.

If the model were to be extended to physical conditions, it would be necessary to
decide if there are any kind of treatments which cannot be refused in advance, for
example hydration, nutrition or pain relief.

Consideration also needs to be given to whether a SWAP can give advance consent
to a treatment the individual may have refused at the time. The concept of advance
consent has been advocated for people with conditions such as bipolar disorder,
who may have an idea when they are becoming ill and would want early intervention

to prevent their condition deteriorating.
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We did not propose that an advance consent in a SWAP be legally binding but
should be regarded as significant evidence which may support a decision that a
person’s stated wishes at the time of treatment do not reflect a fully autonomous

decision and might be overruled.

4.5.4: What people thought about our proposals

With wide acknowledgement that advance statements are not working as well as
intended, individuals and organisations were broadly in favour of extending a new
type of advance statement that would reach beyond the current model. However,
there was concern that the proposed name and acronym ‘SWAP’ was not easy to
understand and could be seen as simply rebadging. A number of people commented
that it would have no more ‘teeth’ than the current anticipatory care planning
process. The Royal College of Psychiatrists suggested that it may be preferable to
strengthen the current anticipatory care planning process as an alternative. This view

was also supported by the Royal College of Physicians.

The Law Society of Scotland commented:

“Advance choices” is a more accurate term for what sometimes otherwise
described as advance directions. This chapter is too narrowly focused on
healthcare matters, rather than addressing the Review’s full remit. Too
narrowly focused on “wishes and feelings”, rather than the broader purposes
of advance choices. Need to ‘future proof’ recommendations to take account
of predictable developments over the minimum period of 2 decades which has

hitherto separated comprehensive reforms of this area of law.’

Overall their response to our proposals was to go further and to link this work to their

recommendations around advance choices and medical decision-making in intensive

care situations.
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Other mental health practitioners felt that although SWAP seems like a new process,
it is not markedly different from advance statement processes and will not increase

uptake unless fundamental issues around completion are addressed.

See Me however felt the new proposals were an improvement:

‘Currently, advance statements act as a guarantor for all other rights and we
support the plans to improve these and increase their use. The SWAP
proposed appears to be an improvement, in that it is wider ranging than just
medical treatment. This could allow people to have meaningful input in a
range of areas, preventing discrimination in areas people may currently
experience it....In having more than one for different areas of life is also a
proposal we support, as it can encourage a more person centred approach to

health care.’

That the SWAP is informed by human rights, not just clinicians view is also important

in protecting people from discrimination.’

The clarity around when a SWAP could be overruled was welcomed, but it was
noted that,if a SWAP were to cover a wider area, other disciplines may need to be

involved in decision-making.

Responses suggest that what is critical to making this work in practice is that SWAPs
are updated frequently to capture any changes to a person’s views. It needs to be
borne in mind that as well as people’s views changing over time medical treatment

changes too .

The need to provide clarity around ‘advance consent’ was noted.

‘Need to preserve clarity around non-consensual interventions — In providing
care for someone with impaired decision-making or incapacity, mental health
care and treatment is fundamentally non-consensual, regardless of whether

the person ‘consented’ prior to that situation. Rights and safeguards still need
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to be in place. If a barrier statement of will and preferences was considered
advance consent then the person’s rights may not receive appropriate

scrutiny.’ - Royal College of Psychiatrists

The need for the person making the statement to be fully informed about the
circumstances in which it could be overruled was highlighted, as was the need for full
support, time and space in which to make the SWAP in the first place. This in
particular needs to be carefully considered to avoid current issues around low

uptake and lack of understanding about advance statements .

The need for clarity as to who has oversight for setting up a SWAP was also pointed
out, particularly if there is to be an option for more than one SWAP to be made by a

person.

The need for the SWAP process to be accessible to all was also highlighted. In
particular the British Deaf Association Scotland raised concerns about ensuring that

barriers for deaf people have been considered.

The proposal for the Mental Welfare Commission to deal with conflicts arising from
the use and interpretation of SWAPs was broadly welcomed although it was
gueried whether this would be appropriate if SWAPs extended beyond the area of

mental health .

Overall, we conclude that there is a strong case for a stronger, comprehensive and
holistic model of advance choice, in anticipation of the possibility of being unable to
make an autonomous decision in future. This should encompass both treatment for
mental or intellectual disability and physical conditions, and potentially other aspects
of a person’s life. We set out in our recommendations below a tentative model for
how this would operate. These draw on existing models, such as the Advance
Decisions to Refuse Treatment (ADRT) in the Mental Capacity Act 2005.
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Many of the most contentious issues, such as refusing life-saving treatment for a
physical condition, require further detailed consideration and a wider engagement
than has been possible within the remit of our Review. But we agree with the Law
Society of Scotland that it is no longer acceptable to leave the law in this area to the
common law, which is unclear and which has not become clearer in the two decades

since the Adults with Incapacity Act.

4.6: Powers of attorney

A power of attorney is a well-established means of ensuring an adult’s will and
preferences will be followed in the event that the adult loses the ability to make
decisions for themselves. Our proposals for amending the current power of attorney
scheme can be found in Chapter 13 alongside other recommendations deriving from

the Adults with Incapacity legislation.

4.6.1: Decision making supporter

In our March 2022 consultation we outlined a new decision-making model to replace
the current guardianship system. This included the creation of a decision-making
supporter, moving away from the substitute decision making role guardians currently
generally adopt. Our final recommendations for change around this can also be
found in Chapter 13.

4.7: Independent advocacy

Independent advocacy ( IA) is one of the methods of SDM recommended by the
UNCRPD. In Scotland, IA seeks to speak up for and stand alongside individuals or
groups, to help ensure an individual’s rights are recognised, respected and secured.
The role of IA is to support people to understand and navigate complex

systems.(www.siaa.org). It helps empower people so they can have more control

over their lives and, ideally, are able to make their own decisions. Independent
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advocates only do what has been agreed with the person or persons they are

supporting.

The right to independent advocacy (IA) was an important aspect of the 2003 Act and
has resulted in the development of a range of valuable advocacy services. However,
we have heard that services are increasingly required to operate more narrowly than
the 2003 Act intended As noted in the report from the Mental Welfare Commission:

The Right to Advocacy - a review of advocacy planning across Scotland focus is

often on support for legal processes like tribunals . A more holistic and accessible
service , which could help to prevent crises happening is rarely available to those

who might benefit from it.

Unpaid carers have also spoken of their need for IA in their role as carer as carers
often go unsupported by IA. Sometimes they are able to access independent
advocacy for their own mental health needs. However, this might not be available to
them in their unpaid carer role because the advocacy organisation might not be
funded to work with unpaid carers and organisations report it is not appropriate for
unpaid carers and the person they care for to be supported by the same

organisation.

Only around 5% of people who have a right to independent advocacy actually

access it. There are several reasons for this:

= the lack of knowledge amongst people about what independent advocacy is,

how it can benefit them, how to access it,

= the very limited levels of funding most independent advocacy organisations
(IAO) receive,

= the different ‘levels’ of access that each piece of legislation grants,

= the lack of awareness or understanding of IA amongst Health & Social Care
staff.
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In our May 2022 Consultation we asked a number of questions about independent
advocacy and how it could be developed. We proposed that the Scottish

Government should consolidate and align all the different pieces of legislation and
policy to ensure consistency regarding the definition of independent advocacy, the

right to access this and how it is commissioned and funded.

We also asked how access to independent advocacy should be improved and
whether there should be an opt out system so people have to actively choose not to
have support from an independent advocate.

We proposed a Scotland wide qualification for paid and voluntary advocacy workers
and the creation of a national register for advocacy workers. We also recommended
that resource is provided for equality and diversity training for all independent
advocacy workers, and support for independent advocacy organisations to have
dedicated staff to work with specific groups they share a background with, and to

work with groups facing particular barriers in Scottish society.

We proposed that an independent body should be created to evaluate independent
advocacy organisations, and resource provided to collect data in a uniform way

across Scotland

As funding of IA varies across the country we suggested a national fund for the
provision of IA covering different areas of work. Finally, we considered that there is a
need for robust scrutiny of IA organisations.

4.7.1: What people told us about Independent Advocacy and our proposals for

change

The vast majority of people who responded to the consultation on independent
advocacy agreed that there was a need to consolidate and align all the different
pieces of legislation and policy around IA to ensure consistency, improve
understanding of the role of IA and enable greater accessibility. This should include

ensuring greater access to IA within Adult Support and Protection legislation where
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at present there is only an obligation on local authorities to consider the provision of

IA, in contrast with the right of access to advocacy under the Mental Health Act.

‘Welcome and positive proposal which will reduce variation of provision
across Scotland and when supported by a Code of Practice will promote
provision that has consistency and efficacy.’ - Scottish Learning Disabilities

Lead Nurse Group

‘The complexities and the volume of the legislation governing the use of
independent advocacy make it challenging for individuals to understand.
Independent advocacy is used, and referred to, in many different settings but
the interpretation of what it is and its purpose varies greatly across those
different settings. An effort to rationalise the legislation around independent
advocacy to make it easier to understand and, consequently, more accessible
would be an approach welcomed by SDWG and NDCAN'. (Scottish Dementia
Working Group (SDWG) & National Dementia Carers Action Network
(NDCAN)

The majority of people who responded to the question asking if IA should be
provided on an opt out basis, as recommended in the Rome report, agreed. As one
advocacy group said if someone is struggling with their mental health they may not
have the capacity to understand the role of an independent advocate. And another
said that by making it ‘opt out it will give an indication of what the true need actually

is.

Of those who were not in favour of an opt out system, concern was expressed about
possible reduction of choice over which agency might provide an opt out service, and
the prospect of repeated referrals to an advocacy service. And there was a comment
that the focus should be on raising awareness of A rather than creating a new
system which may in reality limit choice. We think however this needs further
discussion and that in looking at the way IA is delivered, the Scottish Government
should give consideration to an opt out system for IA.
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On improving access to IA more generally, there were suggestions of having roles
and duties of independent advocates set out in law, as well as a general public
awareness raising campaign. There was also strong support for training about the
role of an independent advocate for practitioners, so there is a greater awareness of
the benefits an independent advocate can bring for a person in need of support with

decision-making.

4.7.2: Who can be an independent advocate ?

There was a variety of views about who should be an independent advocate. People
recognised the need for training but this needs to be balanced against the against
the risk that an overly academic and formalised route might dissuade some people
who might otherwise be very well suited to this role, including those already in post,
paid or voluntary. There was a general agreement that Scotland wide qualification
would be a positive step. But the variety of the role of an independent advocate

across different settings would mean tailoring would be necessary.

The Law Society of Scotland was concerned that being too prescriptive about
training might deter people who would make excellent advocates. “ there should be
clear standards of induction and training that should be mandatory and stated as
minimum requirements, with further requirements for ongoing training, and shared
learning arrangements in which less experienced advocates can learn from those

with greater experience.”

The Mental Welfare Commission said that although qualification is a good way to
measure quality and consistency it could put people off, and a peer support
framework training may be a good model to adopt. Others proposed vocational
training with the option to work towards qualifications.

It was felt however that human rights and equality training should form the basis of
any training for independent advocates. with persons with lived experience being
involved in the training programme along with organisations that have expertise in

working with people with communication needs.
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On the question of a national register there was again broad support. It was felt this
would help with quality, monitoring and protection issues. Such a register will offer a

degree of protection to vulnerable individuals.

‘This will also be useful for the purposes of planning ahead for future service
delivery and to identify gaps in services. High quality data collection is also
necessary to facilitate good governance and accountability.” (Scottish
Dementia Working Group (SDWG) & National Dementia Carers Action
Network (NDCAN)

The details of how a register would operate and who would be responsible for it ,
transitional issues and other matters were subject to a lot of debate, but we consider
these issues should be worked through with practitioners and persons with lived

experience.

Along with the creation of a register, we asked about evaluation and scrutiny of
Independent advocacy. We suggested that an independent body be created by the
Scottish Government with a remit to evaluate IA organisations , or responsibility
given to an existing organisation to do this as well as resourcing being given to
collect data in a uniform way across Scotland to inform the development of the

service.

The vast majority of respondents were in agreement with a form of evaluation.

‘an evaluation body would be helpful in this regard to potentially drive services to
boost uptake. By evidencing the effectiveness of independent advocacy it would
ensure there is a clear case for investment by services in their roles and

development.’ - Royal College of Psychiatrists.
There was, however, a sense that the landscape is already quite cluttered and the

forthcoming creation of the National Care Service will add to that. Rather than create

a separate body, preference was for this role to be given to an existing body with the
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most common suggestions being the Mental Welfare Commission, or the Care
Inspectorate. There was also concern that the creation of a new body to take on this

role would delay implementation.

As to the collection of data, again this garnered broad support with the types of data
collection needing careful consideration — this has to be done correctly to have any

Success.

And, as with every aspect of this report, resourcing is a huge issue. At present IA
services cannot meet the demand placed upon them. If demand increases without

changes to funding then the situation will simply get worse.

We asked questions about changes to funding IA. Currently 1A under mental health
legislation is funded by local authorities . This is in contrast to the right to IA under
social security legislation where the duty to fund IA sits with the SG. A clear funding

and resource commitment from the SG was considered vital by many respondents.

We proposed a national fund be created for the provision of independent advocacy.
Whilst a majority of those who answered this question were in favour of such a fund,
this question was left unanswered by over half of the respondents to the

consultation.

Those in favour felt a centrally funded and commissioned service might remove

unequal levels of access across Scotland.

‘National fund could be one of the methods to ensure equity of fund division
and access to services... A national fund allocation will ensure that the
necessary amount is allocated to each HSCP to ensure that advocacy is
delivered well and IA providers are well resourced and supported to complete

their task successfully’. (An Advocacy organisation)

However many expressed concerns about how this might impact across the

country. ‘Useful but concerns around how this would be administered given variance
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across the country in terms of demographics, geography etc. How would assurance
be provided that equitable access was being provided? What would role of local

authorities be?’ (response from local authority)

And there were concerns about the loss of the strategic link between Health and
Social Care Partnerships and IA organisations. More detail was requested on how a
national fund might operate in practice and how it might remove unequal levels of

access. But SAMH captured the views of many in saying:

‘These proposals won’t work without national funding. Any national fund
should also promote advocacy. Access is limited because of lack of
understanding of who, how, why and when someone can access advocacy.

Often opportunity is missed by the most vulnerable.” (SAMH)

We also asked how diversity, equality and inclusion could be improved in
independent advocacy. We proposed that resource be provided for diversity and
equality training for all 1A workers and support for IA organisations to have dedicated
staff to work with specific groups they share a background with and to work with
groups facing particular barriers in Scottish society.

The vast majority agreed on the importance of diversity and equality .

‘It was expressed by some participants that there were indeed particular
barriers faced by people from certain groups, such as ethnic minority groups,
and dedicated advocacy workers for those groups, where cultural
competence, language and access are considered, were seen as an

important need.’ - Vox Scotland

How this might be achieved was less clear. There was a majority view that accurate
data collection would be helpful in targeting areas of need but some concern that, by
requiring data to be collected ,we may be setting up organisations to fail if service

users are reluctant to agree to data collection.
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‘Enhancing advocacy staff skills to provide culturally appropriate services is
essential; also in supporting those who are neurodiverse. Training should be
available to ensure needs are met in relation to inclusion (e.g. provision of
British Sign Language (BSL) and Talking Mats). Welfare rights and benefits

training is important to support financial inclusion.’ (Care Inspectorate)

‘Research has established that marginalised groups who would have greatly
benefited from independent advocacy are least likely to access it.
Recommend that data must be broken down in to type of ‘mental disorder’
and protected characteristics in order to determine if certain groups are more
or less likely to access independent advocacy, and if not will make it easier to
determine why they are not being met and how to move forward.” (Support in
Mind Scotland)

4.7.3: Collective advocacy

Collective advocacy groups are groups of people with shared experiences who come
together to try and improve issues that affect their lives. They are run by and for their
members and are independent. They are not like the other methods of Supported
decision making we mention here in that they do not take on individuals’ issues but
identify and seek remedies to issues that are affecting more than one person,

including influencing policy and practice in their area.

These groups are really important and the UNCRPD committee has said that
governments need to strengthen the capacity of these groups. However because of
the type of collective support that they offer, findings and recommendations around

collective advocacy can be found in Chapter 11 of this report

4.8: Aids to communication

Assistance with communication as appropriate to the needs of the individual should

be a guaranteed right. This is particularly necessary for those who use non-verbal
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methods of communication to express their will and preferences. The British Deaf
Association has emphasised the need for wider access to BSL interpreters who are
culturally deaf aware. We discuss in Chapter 1 the challenges there are around
accessing language interpreters timeously and appropriately. The duties under the
British Sign Language (Sc) Act 2015, and the Equality Act 2010 need to be met .

4.9: What are our final recommendations?

We are aware of the challenges in the delivery of health and social care in Scotland
at present. We know that people are struggling to provide people with the care and
treatment needed and that the workforce across health and social care is under-
resourced. The services needed to provide a range of care and support for people

are simply not there in many cases.

However, we were tasked with making recommendations that will ensure mental
health and incapacity law reflects human rights and UNCRPD requirements. The
lynchpin of this is the development of a comprehensive regime of Supported decision
making which should apply in all situations and especially where non-consensual

interventions are needed.

Chapter 4: recommendations

Recommendation 4.1: The Scottish Government should develop a
comprehensive scheme of Supported decision making (SDM) which should
apply across mental health, capacity, and adult support and protection
legislation, and especially where non-consensual interventions are needed.
The scheme should build on existing good practices already in use across

Scotland.

Recommendation 4.2: The Scottish Government should progress the SDM

scheme with a central point for development, promotion and oversight
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determined as the first step in this process. This could be developed as part of

the new mental health model within the National Care Service .

Recommendation 4.3: The development of the SDM scheme must take place in
with the full and equal participation of people with lived experience, including

unpaid carers.

Recommendation 4.4: The SDM approach needs to be built into all training for
practitioners at every level in the delivery of care, support and treatment in the
field of mental health, capacity, and adult support and protection law.

4.9.2: Advance statements

Recommendation 4.5: The Scottish Government should change Advance
Statements to a model of Advance Choices, reflecting an individual’s will and

preferences.

This new model should apply to any support , care or treatment the
person may need across all areas of their life and should operate as

follows:

If a person, having been given appropriate support, is not able to make an
autonomous decision and an Advance Choice exists, the Advance Choice
should normally be respected. It should have the same status in law as a
decision taken at the time by a competent adult, unless one of the
following reasons justify it not being followed:

e The person has acted in a way which is clearly inconsistent with
the Advance Choice, which suggests it may no longer be their fixed
view.

e The person’s current will and preferences seem to be more

pertinent than those expressed in an earlier Advance Choice.
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A position on the person’s will or preferences on a given matter
cannot reasonably be concluded from matters included in the
Advance Choice.

There are reasonable grounds for believing that circumstances
exist which the person did not anticipate at the time of making the
Advance Choice, which would have affected their decision had they
anticipated them.

There is evidence that the person’s ability to make an autonomous
decision at the time of the Advance Choice was compromised, for
example because of significant illness or undue pressure being
applied.

Treatment which is inconsistent with the Advance Choice is
necessary to save the patient’s life or to prevent serious suffering
on the part of the patient.

It should not be possible to refuse normal hygiene, nutrition,
hydration or the relief of severe pain.

An Advance Choice refusing treatment is not applicable to life-
sustaining treatment unless it makes clear that this is intended.
An Advance Choice would not require a treatment to be offered
where it isn’t available or clinically justified but should be given
significant weight as to the preferences of the granter.

Except in an emergency, a clinician should not be able to overrule
an Advance Choice at their own initiative. We propose a model
based on s50 of the AWI Act, that an independent clinician be
appointed by the MWC to review whether a ground for not following
the Advance Choice has been made out. In addition to this, any
interested party could seek a ruling from a judicial body ( short to
medium term)

In advance of the introduction of this wider model, the Scottish
Government should work with the Mental Welfare Commission, the
NHS, local authorities and advocacy and peer support
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organisations to promote awareness of advance statements and to

support people in making them.

The Mental Welfare Commission should issue further guidance on the
circumstances in which it is acceptable not to follow an advance statement

and should continue to monitor the system

4.9.3: Independent advocacy recommendations

Recommendation 4.6: The Scottish Government should align legislation and
policy to ensure consistency regarding the definition of Independent
Advocacy, the right to access it and how it is commissioned and funded for
adults. This should include consideration of an opt-out service of independent
advocacy. An equivalent process should take place for children and young

people.

Recommendation 4.7: The Scottish Government should ensure independent
individual and collective advocacy is sustainably funded. The Scottish
Government must ensure culturally appropriate independent individual and

collective advocacy provision.

Recommendation 4.8: The Scottish Government should consider a national

advocacy service.

Recommendation 4.9: The Scottish Government and the Scottish Independent
Advocacy Alliance, working with other independent individual advocacy
groups should develop a national register of independent individual

advocates.
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Recommendation 4.10: The Scottish Government and the Scottish
Independent Advocacy Alliance, working with other independent individual
advocacy groups should develop a national training programme for
independent individual advocates that recognises the need to ensure access

to all those who would wish to work in this field.

Recommendation 4.11: The Scottish Government should assure an existing or
new organisation should have responsibility for monitoring and continuing

development of independent individual advocacy.

4.9.4: Aids to communication recommendations

Recommendation 4.12: Assistance with communication as appropriate to the
needs of the individual should be a guaranteed right . This is particularly
necessary for those who use non-verbal methods of communication to
express their will and preferences. Work in developing this must be done in

partnership with relevant sectors such as the deaf community
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Chapter 5: Specialist support in legal and administrative

proceedings

In addition to Supported decision making requirements as we detailed in the
preceding chapter, there is a need to consider the requirement for specialist support
for persons who may need it, in legal and administrative proceedings. By this we
mean persons who may be appearing in both civil and criminal hearings and persons
attending the Mental Health Tribunal for Scotland.

5.1:Criminal courts system

5.1.1: Intermediaries/Appropriate adult
This is where we started

The UNCRPD Committee has issued guidelines under Article 14 of the Convention.

Article 14 is the right to liberty and security of persons with disabilities. These
guidelines say that criminal defences based solely on the grounds of mental
disability breach Article 14. The Committee states that this is because they deprive

the accused of equal right to due process.

The independent review of learning disability and autism in the Mental Health Act

(The Rome Review) and The independent review into the delivery of forensic mental

health services (The Barron Review), both highlighted that some people who are in

the forensic system because they were found unfit for trial, felt they could have

participated in a trial if they had had better support. We were told the same thing.

In Scotland, anyone with a mental disorder is entitled to an appropriate adult on
being interviewed by the police, but generally there is no formal scheme of support
beyond this. We are looking to develop support for decision making across all the
areas where people’s rights may be affected. As part of this, we proposed the

introduction of intermediaries for the accused and witnesses in criminal proceedings.
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This is already happening in England and Northern Ireland. We thought this would

support people who have communication difficulties.
This is what people told us

Responses to this question were all supportive of increased identification of, and
support for, people who would benefit from such a service. Assessment and training
were highlighted as key areas and some asked for clarity around who would be

entitled to support.

A number of responses suggested extending the existing Scottish Appropriate Adult
scheme as an alternative to introducing intermediaries. The Forensic Network
explicitly preferred this to the system of intermediaries in England and Wales. The
Royal College of Psychiatrists preferred the Northern Ireland model of intermediary
support which provides a range of supports and extensive engagement to provide
reports to the court. They said these were ‘resource intensive but are an ambitious

delivery of their rights’.
The need for more support for people however was firmly endorsed:

‘This should be made available for all people with learning disability who come
into the criminal justice system, both as suspects and defendants.’ (Scottish

Commission for People with Learning Disabilities).

‘Absolutely every opportunity should be taken to afford persons involved in a
trial with a mental disorder/disability the right to the correct support throughout.’

(Anonymous organisation).

‘Court processes can be complicated and stressful. People with a mental illness
are dealing with the stress of an illness along with the court processes and
would benefit from the support of an intermediary.” (Scottish Association of
Social Work)

‘Some people are currently unable to participate in the judicial process and find

themselves on a very substantial order. Skilled support would increase
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participation to a greater extent. There is the potential for the system to do
better at understanding a person’s situation/experiences and therefore
removing/reducing current barriers to participation.” (Edinburgh Health and

Social Care Partnership)

‘As advocacy workers we have often been struck by how people can essentially
be excluded due to current process, but would like to have had an input into

proceedings.” (AdvoCard)

‘Court processes can be complicated and stressful. People with a mental iliness
are dealing with the stress of an illness along with the court processes and
would benefit from the support of an intermediary.’ (Scottish Association of
Social Work)

Role of an intermediary:

Some responses set down the roles intermediaries should take on. The Scottish
Association of Social Work said the role would need to be defined with guidance on

roles and duties issued to the person and practitioners.

The Scottish Commission for People with Learning Disabilities (SCLD) wanted an
intermediary to meet the person to assess ‘communication barriers and requirements
for additional support, and then provide a report to the police and court’. They also
saw their role as helping the person understand, support them to communicate and
inform the court if the person is having difficulties understanding.

Some Mental Health Officers working in the NHS (explained how they currently feel
excluded from the court processes, relying on solicitors or court staff which they feel
‘increased the vulnerability of adults involved’. They wanted the new support role to
provide a direct link for MHOs to ensure their views and reports are understood,

presented appropriately, and outcomes fed back.

Advocard said they would welcome intermediaries supporting people ‘with
understanding the process, their options, and support their ability to take part’. One
individual said intermediaries should not be provided without consent of the person.
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They also wanted people who had been charged with an offence to be allowed to be

supported by a willing friend or relative if they want.
Training/experience/time needed for the role:

The Law Society saw real benefit to having an intermediary ‘with specific training’ to
support people. Support in Mind highlighted research that people with
communication difficulties who are not supported by an intermediary, have their
needs improperly met by police, lawyers, and judges. They therefore said
intermediaries would need to be trained ‘on a wide range of mental health diagnoses
and how these can limit communication skills’. One individual highlighted the need
for experience in working with people with mental disorders and intellectual
disabilities, and that this is currently the case for anyone who is an Appropriate Adult.
The Scottish Commission for people with Learning Disabilities emphasised the right
kind of support ‘requires time to prepare, an in-depth understanding of
communication needs as well as mutual trust’. The British Deaf Association Scotland
pointed out that Scotland, unlike England, have no Deaf BSL intermediary support.
They want this gap rectified.

The Law Society also felt consideration would be needed as to how the role of
intermediary and role of defence lawyer would interact, given it is normally only the
latter who can communicate with the accused. There would also need to be clarity as
to whether an intermediary could be called as a witness. The Mental Welfare

Commission highlighted the implications for resources, training and standards.
Links with advocacy

A number of responses brought in how independent advocacy could support/work
with intermediaries. The Mental Welfare Commission thought ‘enhanced advocacy
services’ linked to criminal justice services in local authorities/HSCP could be used
for this service. The Law Society felt ‘consideration could be given to extending the
role of specialist independent advocacy workers’. Dunfermline Advocacy supports
people in court. They said these people benefitted from having a ‘known face beside

them’ who was able to access special measures or ask for breaks for them.
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Links with Appropriate Adult scheme

The Forensic Network explicitly felt there was no need for a new intermediary
system, but felt it could be done within the Appropriate Adult system ‘which is fully
established and largely running through local authority social work departments’.
They felt the advantage of this system over the intermediary one in England and
Wales is that they are people with an understanding and training in mental disorders,
‘most commonly social workers’, while in E&W they can be relatives. They feel the
existing system should be used, with the additional use of speech and language
therapists when required. Others also made links to the existing scheme, One
individual felt it should be an ‘evolution of the Appropriate Adult Scheme’, another
that it was an ‘anomaly’ that the Appropriate Adult scheme did not extend to
involvement in criminal proceedings after police interview. Another person who
works for a local authority, suggested that once an Appropriate Adult case is picked
up, then the ‘worker continues to carry this to see the role through to trial’. They feel
the Appropriate Adults already specially trained in this area of support are a ‘greatly

underutilised resource’.

NHS Greater Glasgow and Clyde MHOs felt an adult could support a person in court,
‘as an advance appropriate adult function’. Some at the Royal College felt the
Appropriate Adult scheme ‘offered an initial basis to build on’. The Mental Welfare
Commission felt the existing Appropriate Adult scheme ‘could be used as a basis to

consider further extensions/developments’.

The Care Inspectorate highlighted itself as the body responsible for embedding a
new quality assurance framework to support self-evaluation of Appropriate Adults
services. They support the intention to expand mechanisms to support people to

communicate and understand procedures in the criminal justice process.
Lack of clarity in the proposal

Some respondents supported the idea in principle however felt our proposals lacked
clarity on what exactly we meant and how it would work, who would be entitled to the
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support, who would be doing this and what experience, training and ongoing support

they would get.
These are our final recommendations

The role of the appropriate adult is confusing. An appropriate adult is supposed to be
present whenever the police interview someone who appears to have a mental
disorder. Their role is to ensure that the person being questioned is not unduly
distressed, to assist communication and make sure the person understands
guestions from the police. In practice, the role of the appropriate adult is sometimes
seen as supporting the investigation rather than the adult, and the role does not
normally extend into any court hearing. In addition, the existence of the appropriate
adult role predates the offer of mandatory legal advice/representation before or at an

interview and does not always integrate well with this.

The challenge mentioned earlier about the lack of awareness and training in mental
health law and issues for solicitors is clearly an issue here along with the
effectiveness of appropriate adults in some cases. It is vital that a person suffering
from a mental or intellectual receives the right support to enable them to understand
what is being asked of them, and to give them the best chance of being able to be

considered fit to plead.

The Rome Review suggested the creation of an intermediary in law. Autistic people
and people with intellectual disability would have a right of access to such an
intermediary to support them through the criminal process but such an intermediary
would also be available to anyone who is charged with a crime or prosecuted for a

crime and who needs helps with their communication.

The Barron Review said it was ‘likely that the Appropriate Adult or equivalent support
will be required throughout the criminal justice system in order to allow people with a

learning disability to fully participate’.

We think it is clear therefore that increased support is necessary and would be
welcomed. The question is how best to do this. As in other areas, this should be

addressed in incremental stages moving towards a comprehensive intermediaries
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scheme which will be able to address individuals who need support to help them to
engage in all criminal proceedings. Full recommendations for change are at the end

of this chapter.

5.2: Civil courts system and the Mental Health Tribunal for Scotland

5.2.1: Named persons

Throughout the Review we have heard many people’s views on the role of named
persons. This section takes account of these views. In addition we carried out a
discrete piece of work looking at the role of the named person, curators ad litem,
safeguarders and listed initiators. We have also benefitted from the recently

published report The Mental Health Tribunal for Scotland: the views and experiences

of Patients, Named Persons, Practitioners and Mental Health Tribunal. We

particularly wanted to find out whether, taking into account changes made by the

Mental Health (Scotland) Act 2015 Act to the way named persons are appointed, the

law sufficiently protects people who lack capacity from discrimination and enables
their views to be conveyed to the court or tribunal on an equal footing with those able
to speak for themselves.

Named Persons/Listed Initiator

The Mental Health (Care and Treatment) (Scotland) Act 2003 Act does not define

the role of the named person but generally it is to represent and safeguard the
interests of the individual. The named person may be able to help the individual
claim their rights by helping set out the individual’s past and present wishes and
feelings and by helping the individual to be involved in, and understand decisions
about their care and treatment. The named person represents the interests of the
individual but does not necessarily represent the individual and need not necessarily

agree with the individual’s views on what should happen.

The Mental Health (Scotland) Act 2015 made some changes to the named person
provisions to the effect that a person will now only have a named person if they
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appoint one. Prior to this there was a default appointment of a named person. This
was on the recommendation of the McManus report, which stated that, due to
privacy and human rights implications, the former default appointment of the named
person should be abolished. A new role of listed initiator was created.

A listed initiator can be any relevant welfare guardian or attorney or a individual’s
primary carer or nearest relative. This role gives the person the ability to act in
certain circumstances, namely that they can make an application or an appeal to the
Tribunal. The listed initator however, is not a party to the Tribunal and does not
receive papers or notifications and is not consulted before treatment in the way a

named person must be notified.

We asked people what they thought about the abolition of the default named person,
how the listed initiator role was working in practice and whether any improvements

could be made to improve the rights and protections of people subject to the existing
provisions in this area of the Mental Health Act, including removing barriers to those

caring for their health and welfare.

What people told us

Whilst it was agreed that the former default appointment of the named person posed
a great risk to individual choice and privacy, it was felt that abolishing this had
removed a critical layer of protection for individuals. We were told that the number of
named persons involved in Tribunal hearings has greatly reduced. The Tribunal told
us that the named person served as an “important contradictor” which has been lost
through this amendment to the law. One Mental Health Officer felt that the abolition
of the default named person had been particularly detrimental to individuals affected
by alcohol and drugs as a result of tendencies to ostracise themselves from family
and friends, a situation that seems to have become more prevalent as a result of the

covid pandemic.

When people were asked about their experiences of the listed initiator, responses

reinforced the feeling that there is a general lack of awareness and understanding
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about the role. This would explain why there has been a low uptake. The listed
initiator was created to replace the safeguards removed by the abolition of the
default named person but, as a result of the issues outlined, it is not working in
practice as intended.

Feedback to our consultation indicated that there is also a lack of awareness around

the role of the named person, to the extent that:

‘The role of the named person is largely unknown in general medical clinical
practice and overlaps with the role of POA or Guardian. Listed initiator,
safeguarder and curator are also largely unknown’ (Royal College of

Physicians)

This was reinforced by further comments around the lack of quality information and
inconsistencies in guidance and training materials about the named person. Whilst it
was acknowledged that Mental Health Officers play a significant part in making sure
that people have all the necessary information to make an informed decision about
committing to the role, it was suggested that improvements could be made to ensure
that people are fully aware of what they are signing up to and are able to carry out
the duties of the role effectively. For example, Community Psychiatric Nurses often
see patients more frequently than a Mental Health Officer and whilst many already
do provide support in consideration of whether a named person might help an
individual, more could be done to develop this. Information should be as far reaching

as possible to include psychiatric nursing, support staff and support agencies.

‘Improve guidance on the roles and responsibilities of the named person and
ensure this guidance is widely available and accessible. Named persons should
also be given a formal opportunity to ask questions.’ (Scottish Association of
Social Work)

Evidence also suggested, that there needs to be improved governance as to what
happens on the ground. Consistent guidance and training would go some way in
resolving this issue but this should be done in tandem with monitoring and

governance of the role.
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We asked people whether individuals who lacked capacity and did not have a named
person were sufficiently protected. Feedback indicated that those who did not have a
named person to act in their best interests were not equally protected. Comments
from the Equality and Human Rights Commission add poignancy to this issue. Within
their own engagement at stage one of the review they were told that ‘very often the
existence of a named person could be the reason for the release from compulsory
detention. The change in law was described to them as a “no man’s land’ where

families get shut out.” (EHRC response to consultation)

We did hear evidence, however, indicating that there has been a positive shift in
relation to the participation and contribution of primary carers over the last 3-4 years,
particularly for individuals with dementia. Whilst carers are often best placed to
ensure the voice of the person receiving care is heard, this may not always be the
case and consideration needs to be given to whether more is needed here,

especially in light of the comments heard from the EHRC.

It was suggested that where no named person has been appointed, the power to
appoint should lie elsewhere. One proposal was that this power might naturally lie
with the mental health officer given that they already have the power to take steps to
remove a named person, however it was felt that there was too great a risk to the
relationship of the mental health officer and the individual they were supporting.
Taking this into account we recommend that this power would better sit with the

Tribunal, but the practicalities of this would need to be explored in further detalil.

The Carers Trust, on behalf of the National Carer Organisation suggested that the

Tribunal:

‘should be able to approach an unpaid carer about the role, with the caveat that

the carer should not be coerced into the role.’

Feedback from the LGBT+ community raised concerns in relation to familial
structures and relationships which may vary depending on many factors such as

cultural, social, environmental or gender identity.
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In determining the most appropriate named person regard must be had to the
evident importance of the supporter to the individual, taking into consideration the
familial structures and relationships. Feedback from the Equality Network explained
that, even where a named person had been chosen by an individual, it should be
recognised that the named person may not be someone who respects the
individual’'s gender identity or sexual orientation. Although this is less likely now that
no adult will be assigned a default named person, this is still a concern for those
under 16 who may have been allocated a default named person (Equality Network

and Scottish Trans Alliance response to consultation).

Feedback from the consultation and discussion within our stakeholder engagement
also revealed concerns around the safeguards for children who are deemed not to
have capacity from birth. There was strong agreement that where a child has never
had the capacity to appoint their own named person, the default named person
should continue in the role when the child reaches 16. This would be a named
person from birth, with the additional protection that the named person can be
removed, should the role no longer be considered appropriate.

We have been told that the current situation, which involves the role of named
person ceasing once the child reaches 16, is putting the individual at risk and
resulting in “welfare guardianship being used as the back door” to ensure that the
individuals interests can still be represented by someone who knows them well and
has an understanding of their wills and preferences. We make a recommendation on
this in Chapter 12.

It was also suggested that where an individual has previously appointed a power of
attorney (POA) and loses capacity, the attorney should automatically be given the
same powers as a hamed person. Similarly guardians should be given a named
person role. This would provide better protections and safeguards for individuals who
lose capacity through dementia for example. Rather than an automatic right however
we consider that the potential need for an attorney or guardian to become a named
person should be a point of discussion when drawing up a power of attorney, and

when a guardianship application is made.
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Similarly it was suggested that the potential need for a named person should form
part of the discussion between an individual and practitioner when an advance

statement is being prepared and should also be reinforced.

From an administrative perspective the Law Society of Scotland highlighted the need
for a central register for named person nominations to alleviate issues with named

person nominations not being included in case papers.
5.2.2: Curators ad litem
Where we started

The Mental Health Tribunal for Scotland (Practice and Procedure) Rules 2005 state

that the curator ad litem is appointed to ‘represent the patients interests’. A curator
ad litem is usually appointed where the individual is ‘incapable of understanding the
proceedings’ and the individual does not have a representative to represent their
interests, usually because the individual does not have the capacity to appoint a
solicitor. Curators ad litem are not subject to a statutory duty to have regard to the
principles of the 2003 Act but guidance on the Tribunals website suggests that a
Curator ad litem should take account of the principles and should have regard to the
overriding objective of the of the Rules of the Tribunal to secure that proceedings

before the Tribunal are handled as ‘fairly, expeditiously and efficiently as possible.’

Curators ad litem can also be appointed by a Sheriff under the Adults with Incapacity
Act. The appointment of curators ad litem has been revised in recent years for the
MHTS and is a more transparent process now than was previously the case.
Curators ad litem must now be legally qualified with an up to date knowledge of
mental health legislation. No new process has been introduced for the appointment
of curators in the Sheriff court, however, and generally the common law is relied

upon.
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What people told us

Feedback on the role of the curator ad litem was received through responses to our
consultation and targeted stakeholder engagement. There were variances in the way
that the role was described but we mostly heard that, where an individual has been
assessed and deemed not to have capacity, a curator ad litem is appointed to ‘step
into the patient’s shoes'. It was also recognised that they represented the best
interests of the individual through an independent assessment. It was explained to
the Review that this assessment involved speaking to a range of people involved
with the care and treatment of the individual including, but not limited to:

carers/unpaid carers, relatives, RMO and MHO.

Within our engagement we discussed the extent of the enquiries made by the curator
ad litem to ascertain the will and preference of the individual. Responses to this
generated the impression that the work undertaken by curators ad litem was of a
high standard. It appeared that this was largely because of the small pool of curators
ad litem held on the list by the Tribunal which meant that the same individuals were
frequently appointed and therefore gained necessary knowledge and experience.
We were told that in practice, curators ad litem did their best, to ascertain the will and
preference of the individual, often within short timescales. There was recognition,
however, that the requirement to ascertain the will and preferences of the individual

was not formalised.

Furthermore, it was noted that curators ad litem did not have training in carrying out
their duties. This was of particular concern where a curator ad litem was working with
a neuro diverse person or someone with a sensory impairment who might need
additional support to communicate. We consider there should be an obligation to
require the curator ad litem to report on the actions taken to ascertain the will and

preference of the individual.

It is also of note that there is no statutory obligation for the curator ad litem to
produce a report. We were told that reports were rarely produced by curators ad
litem and, of the reports that were presented to the tribunal, there were variances in

the quality and detail of the reports. The omission to produce minimum standards
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and a lack of governance in relation to these duties could result in inequitable
opportunities for individuals receiving outcomes that should reflect their will and

preferences.

We know that trusting relationships between the person receiving care and treatment
and professionals, looking after their welfare, leads to better outcomes for the
person. It was recognised that curators ad litem are appointed on a case by case
basis which limits the ability to develop such a relationship. We understand that the
scheduling team for the Tribunal endeavour to match curators ad litem to individuals

that they have worked with before. This goes some way to addressing this issue.

It is acknowledged that, on occasion, an individual will be assessed as having
capacity but does not have the volition to appoint a solicitor or elects not to do so.
We explored the safeguards in place to protect individuals in this situation. We were
told that the tribunal is alert to this issue and, in such circumstances, an interim order
will often be granted to allow the individual more time to appoint a solicitor. Whether
the individual has capacity to do this will also be taken into account when assessing

individual capacity. As one individual said:

‘Sometimes there may be dissent from the medical professional who says that
there is no need for a curator as the patient has capacity but they will be asked
to take into account whether the effects of their illness would mean that they

would lack the volition to appoint a solicitor. In this instance a curator would be

appointed.’

Feedback to the Review’s consultation highlighted that there are disparities between
the roles in relation to rights of appeal. A curator ad litem only has right to appeal if
they are party to the proceedings as is the case in AWI cases. Curators ad litem do
not have a right of appeal in the MHTS — the Court of Session held in 2012 that the
absence of an appeal right does not amount to a breach of article 5 of ECHR (Black

v MHTS 2012 SC 251). In principle, a curator ad litem who considered the tribunal

to have acted unfairly or wholly unreasonably could seek judicial review. And the

curator ad litem can contact the Mental Welfare Commission if there are concerns
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about the operation of the tribunal or welfare of an individual. But perhaps the right of

appeal for a curators ad litem in the MHTS may need to be considered again.

5.2.3: Safeguarders
Where we started

Section 3(4) of the Adults with Incapacity Act 2000 provides that the sheriff ‘should

consider whether to appoint a person to safeguard the adult's interests in each case.’
This is notwithstanding that it is already possible to appoint a curator ad litem to
represent the adult’s views to the court. Unlike proceedings under the Mental Health
Act, under the Adults with Incapacity Act a curator ad litem will become a party to the

proceedings.

There are concerns that the remit of safeguarders and the matters which they are
required to investigate are not clearly understood. As a result there is a large
variance of work undertaken by safeguarders. There is no formal structure around
the appointment of safeguarders, and fees vary widely unlike the fees set out by the
MHTS for curators ad litem.

What people told us

When people were asked to describe the roles of both the safeguarder and the
curator ad litem, there were overlaps and not much distinction between the two roles.
It was explained that the safeguarder represented the individual’s interests but it was

clear that the remit of the safeguarder was not fully understood.

Mental Health, Incapacity and the Law in Scotland (Patrick and Stavert, 2006)
describes the role of a curator ad litem as considering whether there is a legal case
for the order and reports on the welfare and financial issues under consideration,
whereas a safeguarder’ s role is to represent the interests of the adult. But this
distinction was not well known or understood in practice and a number of individuals

guestioned the need for both roles and suggested consolidation.
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Consolidating the role of the curator ad litem and safeguarder would serve to reduce
confusion about the distinctions between the two roles and circumstances which give
rise to the respective appointment of each role. There was support for this proposal
and the Review feels that the practicalities of doing so should be explored in further
detail. In doing so it would need to be clearly stated how the execution of the roles
would be distinct depending on the setting, given that powers under the AWI Act are

much broader, covering more aspects of a persons life.

Regard should also be had to potential conflicts of interest. Currently section 3(5) of
the Adults with Incapacity Act gives the Sheriff power to appoint a ‘separate curator
ad litem to convey the views of the adult [where] it is not possible to combine the

functions of conveying views and safeguarding interests’

Common issues raised in relation to the curator ad litem and the safeguarder
included a lack of common procedure for appointments of both curators ad litem and
safeguarders across Scotland. We were told that some sheriffdoms appoint a
safeguarder as a matter of course, whilst others will only appoint a safeguarder
where there is a ‘particular bone of contention on a certain matter.” In relation to pay
we were told that councils were picking up the tab but there was ‘uncertainty as to

the basis on how this should be charged.’

These concerns have been highlighted in other reports from as early as 2005

including the Adoption Policy Review Group Phase Il Report , Adoption: better

choices for our children, Scottish Executive; again in 2006 in the Report by the

Research Working Group on the Legal Services Market in Scotland; the final report
of the Scottish Civil Courts Review (2009); and in 2014 the Faculty of Advocates

asked the Scottish Law Commission to consider a review on the law of curators ad
litem appointed under common law powers. These concerns were echoed in the
work we carried out through the consultation. Recommendations from these reports

can be summarised as follows :

« uniform training programmes respectively with a requirement that the training

is completed prior to being accepted as a curator ad litem/safeguarder.
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« the training should provide a framework for the role, and set out minimum
standards in respect of what is required. The training should take account of
the principles and reinforce the duty of the curator ad litem to ascertain, as far
as possible, the will and preferences of the individual.

« the APRG recommended, in relation to children’s cases, that individual case
appointments were to be made locally but remuneration should be paid
centrally. The practicalities of doing so across the board should be explored
further.

« the report also suggested a system of national standards for the work being
done which would enable best practice to be shared across the country and

that rates of remuneration should reflect this.

In discussions with practitioners, the potential for an Official Solicitor in Scotland was
raised. In England the Official Solicitor acts for people who because they lack mental
capacity and cannot manage their own affairs are unable to represent themselves
and no other suitable person or agency is able or willing to act. We have not had
time in this Review to consider this role for Scotland in any detail but it may be

something the Scottish Government would wish to look into in the future.

Chapter 5: recommendations

5.2.4: Specialist support in legal and administrative meetings

Recommendation 5.1: The Scottish Government should introduce
intermediaries. This should be subject to review and assessment of an

expanded use of the Appropriate Adult scheme and independent advocacy
e The use of the existing Appropriate Adult Scheme should be

expanded to increase the support for individuals throughout current

justice processes.
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e Work should be done to explore the possibility of using independent
advocates to assist in providing support for individuals going

through justice processes.

Subject to the review of whether the expanded use of appropriate adults and
independent advocates set out above proves sufficient to provide the
necessary support, a scheme for the use of intermediaries should be

introduced to provide support from start to finish in justice processes

5.2.5: Named Person recommendations

Recommendation 5.2: Where no named person has been appointed the
Scottish Government should consider allocating powers to the tribunal to

appoint a named person.

Recommendation 5.3: Subject to changes above being carried out, the

Scottish Government should abolish the role of the listed initiator

Recommendation 5.4: Scottish Government should ensure that that named

persons have access to

e independent advocacy and legal representation

e accessible guidance

Recommendation 5.5: The process of appointing of Power of Attorney (POA)
or guardian should include consideration of appointment of a named person,
should that become necessary.
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5.2.6: Curator ad litem recommendations

Recommendation 5.6: The Scottish Government should increase governance
over the role of a curator ad litem. This should include:

e a statutory duty on the curator ad litem to report the actions they

have taken to ascertain the will and preference of the individuals
e mandatory training for curators

e establish a process for ensuring that there is no conflict of interest

where a curator ad litem also acts as a solicitor

5.2.7: Safeguarder recommendations

Recommendation 5.7: The Scottish Government should:

e Review guidance to ensure that there is a consistent approach to
appointing safeguarders between sheriffdoms

e Review guidance to ensure that the role of the safeguarder is

unambiguous

e Create a uniform training programme with a requirement that the

training is completed before being accepted as a safeguarder.

e Create a system of national standards for the work being done which

would enable best practice to be shared across the country .

e Revise the payments system for safeguarders to place it on a more

equitable footing.
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If the above changes have occurred, the Scottish Government should
undertake a further review to consider if the combination of roles available
meets the needs of mentally or intellectually disabled individuals appearing in

court or before the MHTS.
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Chapter 6: Economic, social and cultural rights

enabling people to live fulfilling lives

6.1:This is where we started

At the core of a human rights approach is the idea that the State is under an
obligation to respect, protect and fulfil human rights; in other words, to enable people

to live fulfilling lives.

Scotland’s National Taskforce for Human Rights Leadership has recommended that,
to do this, the Scottish Government should incorporate key UN Human Rights
Conventions, including the International Covenant on Economic, Social and Cultural
Rights (ICESCR) and the Convention on the Rights of Persons with Disabilities
(UNCRPD) directly into Scots law (NTHRL, 2021).

The Taskforce proposed a ‘maximalist’ approach, aiming to secure the most effective

promotion and protection of human rights within devolved competence’ (NTHRL

2021). This includes ultimately establishing specific duties on public bodies to
comply with the new rights. The Scottish Government intends to propose a Bill to the

Scottish Parliament to do this.

The Taskforce also recommended that there should be ‘a participatory process to
define the minimum core obligations of incorporated economic, social and cultural
rights, and an explicit duty of progressive realisation to support the effective
implementation of the framework, which takes into account the content of each right’
(NTHRL, 2021).
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Finally, the Taskforce were clear on the need to ensure that

‘adequate and effective remedies and routes to remedy exist within the
national legal system. Under international human rights law, remedies and
routes to remedy require to be accessible, affordable, timely, and effective. ....
The effectiveness of a remedy not only takes into account the elements of
access to justice, but also requires that an appropriate order is issued, and

that such order is complied with by the competent public authority.” (NTHRL
2021 p48).

This implies that, where human rights duties, including in relation to economic, social
and cultural rights, are not upheld, an affected person should be able to take this to

court.

The Taskforce discussed a range of ways in which remedies could be pursued. In
addition to individual legal action, they proposed that the statutory framework should
allow for civil society organisations with “sufficient interest” to support victims or to
bring systemic cases that are in the public interest. We discuss how this might apply
to the Mental Welfare Commission and collective advocacy organisations in Chapter
11.

There is a well-developed framework for giving effect to economic, social and
cultural (ESC) rights. ESC rights need to be progressively realised by States. This
means that the State must take steps, to the maximum of its available resources,
with a view to achieving progressively the full realisation of these rights, through all
appropriate means, including legislation. Because each State’s available resources
are different, States will make progress in realising these rights at different rates.
However, there are minimum core obligations which apply to all States, for each
ESC right. Several of the rights in the United Nations International Covenant on

Economic, Social and Cultural Rights (ICESCR) have a ‘minimum core’ obligation
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which States are expected to meet immediately, not (Cepeda, O’Regan & Scheinin,
2021).

Progressive realisation also requires that there should be no backwards steps by
States - no regression - on ESC rights. In circumstances where regression is
absolutely unavoidable - for example, after a major economic crash - the State will
have to demonstrate that any regressive steps are necessary, and that the State’s

actions will not disproportionately affect any vulnerable groups in society.

At this stage, we do not have all of the detail on how the new duties and processes
will operate under the proposed Human Rights Bill. We put forward in our
consultation a set of proposals for how this might work in relation to the rights of
people with mental or intellectual disabilities. We have closely followed the approach
of the Taskforce in doing so.

6.1.1: Minimum core obligations, service standards and data

We proposed the following:

o A legal requirement for the Scottish Government to establish minimum core
obligations to people with mental or intellectual disability to secure their

human rights.

o A statutory responsibility on public bodies to secure those aspects of the

minimum core obligations reflected in their statutory powers and duties.

o Duties to provide health and social care to be reframed in terms of human
rights standards, including the AAAQ (availability, adequacy, acceptability

and quality) framework.
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o A systematic process of data monitoring to assess whether these obligations

are being met.

o The development of these should be carried out with the full participation of
people with mental or intellectual disability and their representative

organisations.

We also made some suggestions regarding a revised Scottish Mental Health

Strategy — that it should:

e Set out a clear framework for the progressive realisation of economic, social and

cultural rights for people with mental or intellectual disability.

¢ This should not be confined to health and social care services, but address other
relevant government policies and strategies, including housing, poverty,

employment and community support.

This reflects guidance from the Committee on Economic, Social and Cultural Rights
that (United Nations, 2000, para 53).

‘... the highest attainable standard of physical and mental health ... requires
the adoption of a national strategy to ensure to all the enjoyment of the right to
health, based on human rights principles which define the objectives of that
strategy ... ".

Since our consultation, the Government issued its own consultation on a new Mental

Health and Wellbeing Strategy.
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6.1.2: Requirements which follow from particular human rights

Our consultation highlighted specific human rights issues of concern to people with
mental or intellectual disabilities.

e Stigma and attitudinal issues (CRPD Article 8)

Evidence from people with lived experience, including unpaid carers highlighted the
harms caused by negative attitudes to mental health, including those of staff, wider
society and self-stigma experienced by people with mental or intellectual disability.
We sought views on a positive duty on Scottish Government to address stigma and
discrimination against people with mental or intellectual disability, as a barrier to their

full inclusion within society.

¢ Right to the highest attainable standard of physical and mental health (ICESCR
Article 12, CRPD Article 25)

Sections 25-27 of the Mental Health (Care and Treatment) (Scotland) Act 2003

contain duties on local authorities to:

e Provide support to minimise the effect of mental disorder on all people — not
just people who have been in hospital.

e Give people the opportunity to lead lives which are as ‘normal’ as possible; to

provide services to promote wellbeing and social development.

e Provide assistance with travel.
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However, we found little evidence that these duties directly influence what local
authorities provide, and no mechanism to assess whether or not the duties are being

adequately met. They also do not apply to the NHS.

We proposed that these provisions should be extended and reframed to set out clear
and attributable duties on NHS Boards and local authorities to provide mental health
support to individuals with significant levels of need, reflecting the minimum core

obligations.

This proposal would not cover all of the obligations implied by the right to health.
Other obligations include prevention of mental health problems, and addressing the
social determinants of good and poor mental health. We proposed that that they be
addressed in the wider proposals (above) for fulfilling the right to health through a
reframed and human rights-based mental health strategy.

We also highlighted the need to ensure that Government actively addresses the
physical health needs of people with mental or intellectual disability, given the huge
health inequalities experienced by this group, and concerns about ‘diagnostic

overshadowing’.

¢ Right to an adequate income (ICESCR Articles 9 and 11, CRPD Atrticle 28)

Evidence to The Review highlighted a number of issues around poverty and access
to employment. These issues may be common to a range of disadvantaged groups,
but we proposed the Government’s approach to financial inclusion in its mental
health strategy and more broadly should address particular issues, such as
disruption to benefits when admitted to hospital, failure of benefits assessors to
recognise mental health conditions as disabling, and the over-use of the sanctions

regime when people struggle to keep appointments. Evidence reported in chapter 11
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in relation to independent advocacy is also relevant, as is our recommendation for

consistency in independent advocacy provision.

¢ Rights to housing and independent living (ICESCR Article 9, CRPD Atrticle 19)

UNCRPD Article 19 sets out the right to choose where, how and with whom to live,
the right to access individualised support services, and the right to access
mainstream services. It is clear that this right is not being fully met for many people

at the moment.

This may be patrticularly relevant for people with dementia, autism and learning
disabilities, where financial constraints may lead to a regression of previous
commitments to independent living and support in the community. But the lack of

suitable housing is also often a problem for people with experience of mental illness.

We proposed a strengthening and broadening of the duties in section 25 of the 2003

Act, which mentions ‘residential accommodation’.

¢ Inclusion in society (ICESCR Article 15, CRPD Atrticles 19 and 30)

Evidence to The Review also highlighted issues of isolation and loneliness. At the
moment, it is doubtful that any statutory agency feels under any obligation to address
these. We suggested that Section 26 of the 2003 Act (services to promote wellbeing
and social development) could be strengthened to address wider barriers to inclusion

in society including people’s own communities.

e Accessible information (CRPD Atrticle 9)
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The lack of awareness of rights and options is a significant problem for many people
with mental health problems, particularly at times of crisis. We proposed law reform
to strengthen and broaden the existing duty under sections 260 and 261 of the 2003
Act to ensure that accessible information is available to people with mental or
intellectual disability whenever they may need it, not just when they may be subject

to detention/compulsion.

In line with the approach of the human rights taskforce, we believe there must be a
route to legal enforcement of these duties.

6.1.3: System-wide changes including culture change

Economic, social and cultural rights — and the rights and duties discussed in other
parts of this document - require some system-wide changes to culture, to training,

and to the way services are commissioned and organised.

We suggested that system wide changes may need to include the following:

e Significant lived experience, including unpaid carers input at all levels of service
delivery, and in the development of law, policy and practice. There may need to
be stronger duties on bodies providing services, and to build on previous
developments in collective advocacy. We consider this in chapters 1 and 11.
Scotland needs to take account of the requirements of the UNCRPD in this
area, as interpreted by the UN Committee on the Rights of Persons with

Disabilities (United Nations, 2018) along with guidelines from the lived

experience movement on best practice. Patient director posts are one example

of good practice (Gilbert, 2021) but best practice should be defined by and with
people with lived experience, including unpaid carers of mental or intellectual

disability.
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Human rights budgeting: to ensure that budget decisions reflect human rights

standards, that the process of formulating, approving, executing, and auditing
budgets reflects human rights principles, and that the budget allocated to

mental health is equitable in relation to the budget for physical (NTHRL, 2021)

Community and inpatient services: both forms of services must be adequately

resourced, not one at the expense of the other.

Design: Design of spaces and buildings could combine safety with positivity,
peace and relaxation. There is evidence that building design has an impact on
the use of coercive practice, from the provision of safe and comfortable

environments down to the culture that they promote.

Co-ordinated professional training and development: This may be needed
across health and social care services to develop a consistent understanding of
a human rights-based approach to mental health care. Staff training should
include lived experience led training. Developments might include
multidisciplinary training, extensive changes to training within universities and
colleges, and significant investment in retraining opportunities for current
professionals. Training on human rights would need to include not only the
“mechanics” of human rights but also training on human rights values. Lived
experience training is developing and will require the right support in order to

be an effective, high-quality experience.

Addressing awareness with lived experience, including unpaid carers
collaboration. In addition to professional training, there will be a need for
awareness raising across and beyond health and social care services. Lived
experience, including unpaid carers awareness training may need to be

developed.
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¢ Redefining culture: We think that culture in services for people with mental or
intellectual disability may need to be addressed directly across developments,
including a vision for services, with leadership from persons with disabilities
including their organisations. Culture change will also require a coherent,

dynamic and resourced national strategy which is driven by legislation.

¢ Professional roles: We think that Scotland may need to provide more support to
professionals to ensure they have the knowledge, resources and authority to
give full effect to the human rights of individuals. Implementing human rights
treaties including the UNCRPD may require a different skills mix and different
balance of specialisms, and a redistribution of responsibilities between
professionals, to remove barriers which disable people and to empower them.
We have not had the opportunity to consider in detail how best this should be
done, so make no specific recommendation in this chapter, but this is a matter
which we believe requires further consideration by the government and the
professions, working with lived experience, including unpaid carers and human

rights institutions.

6.2:This is what people told us

6.2.1: Government duties of progressive realisation and minimum core

obligations

There was wide support for the creation of statutory duties relating to minimum core
obligations and progressive realisation, including from Social Work Scotland,
Scottish Association of Social Workers, See Me, SAMH, AdvoCard, Support in Mind,

Sense Scotland and the Mental Health Network Greater Glasgow.
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The Health and Social Care Alliance commented:

‘The ALLIANCE welcomes the proposal to ensure that future mental health
law reflects economic, social, and cultural rights, and the approach set out by
The Review for the Scottish Government to meet its minimum core
obligations. ... Mental health engages a wide range of human rights, which
are indivisible, interdependent, and interrelated. Incorporating international
economic, social, and cultural rights into mental health law — and
mainstreaming them within practice — is key to promoting, protecting, and
realising the rights of people with mental health conditions. ... Embedding
human rights explicitly within legislation, guidance and policy provides a
powerful tool to drive improvement and mainstream human rights principles to

ensure that people’s rights are respected, protected, and fulfilled.’

Edinburgh Community Voices response said:

‘The issue of attaining the right to the highest standard of physical health is

one that is important to our members ...

Issues of accessibility in physical healthcare were raised here. Noisy, disorientating,
overcrowded spaces, like those in places like the Emergency Department, can put
people off getting care. Physical health care appointments can be traumatising for
some people, for instance physiotherapy and female sexual health. People can be
given appointments a large distance from their home, causing difficulties for people

with agoraphobia or without access to a car.

It is important that people with lived experience, including unpaid carers have their
rights supported across all health services, not just mental health. This should be
included in the Scottish Mental Health Strategy.
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Difficulties with housing and finances are often raised by our members as issues

which affect their mental health and areas where they face discrimination. There was
great support for widening the remit of the Scottish Mental Health Strategy, including
housing as part of it, and setting out a clear framework for the progressive realisation

of economic, social and cultural rights’.

There was concern in some responses that, although this aspiration was welcome,
‘the ambition of some of this may out-reach its achievability’ (Individual Response 5).
In relation to minimum core obligations, several responses expressed concern that
what is intended as a minimum could, at a time of constrained resources, be all that
would be achieved. The Royal College of Psychiatrists and the Forensic Mental
Health Services Network argued that an approach of continuous improvement and
the development of quality standards offered a more dynamic approach to improving
services. Glasgow City Council commented that it was difficult to shift cultural values

based on a wholly legislative approach.

The Mental Welfare Commission broadly supported the proposals, but stressed the
need to maintain a focus on those at the greatest risk of not having their needs met.

They also stressed that it should not be necessary to wait for legislation:

‘...this may be an opportunity to ensure that the standards work that Scottish
Government is currently consulting on and intends to use as a set for people
with mental health conditions to be clear on expectations from services and

reflect minimum core obligations.’

The Equality and Human Rights Commission proposed that ‘The Core Minimum

Obligations should be developed to ensure that not only are people able to secure
their human rights, but the protections they enjoy under the Equality Act 2010 too’.
They also highlighted their response to the Scottish Government’s recent review of
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the Public Sector Equality Duty, as containing lessons in how to ensure that such

public duties are effective.

6.2.2: Stronger duties on provision of services and information

Many user and third sector organisations, including See Me, SAMH and Inclusion
Scotland, supported strengthening the duties currently in sections 25-27 of the 2003
Act. SCLD stressed the importance of ‘clear consequences for failure to comply both
in terms of regulation and in an accessible enforcement route for people and their

carers/families.’

The Scottish Human Rights Commission commented:

“The proposals identify a series of human rights issues affecting people with
mental health issues which may require specific duties or action. These reflect
a range of CRPD obligations ... which require concerted action and which we
support. The proposals to strengthen sections of the 2003 Act are a practical
way of building a broader understanding of human rights standards into

existing duties.’

A number of organisations stressed the need for clarity as to the nature and extent of
the proposed obligations. The Royal College of General Practitioners said that terms
such as ‘significant levels of need’ and ‘mental health support’ needed a clear
definition, and the Care Inspectorate said that articulating specific duties could assist
scrutiny activity.

The MWC agreed that monitoring and awareness of the existing duties was
inadequate. In relation to strengthening the duties, it highlighted the importance of
being clear about whether this was part of or separate from the requirement to

secure minimum core obligations, and whether there was a ‘threshold’ of severity
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when the duties kicked in. The Royal College of Psychiatrists felt it was important to
prioritise those with defined mental health conditions and, in the context of mental

health law, focus particularly on the right to health.

A number of respondents, including Social Work Scotland, Healthcare Improvement
Scotland, and Families Outside, said it was important that the duties should extend

to people who are or have been in prison.

Social Work Scotland, the membership body for social work leaders, supported
expanding the ss25-27 duties and agreed in principle to extending them to the NHS
as well as local authorities. They stressed the importance of aligning any new
provision to plans to develop a National Care Service. They were concerned that
current integration authorities are not sufficiently sighted on this aspect of the Act,
instead focusing largely on the provision of clinical services. Considerable variation
exists across Scotland in how mental health and social care services are delivered to
people and their carers. We are interested in understanding the degree to which this
variation is warranted by local circumstances and need, and to determine how

unacceptable variation can be diminished in a way that respects local democracy.’

Other local authority bodies expressed concerns about the resource implications of
expanded duties. COSLA stressed that any new guarantee of services without
consideration of the resources needed to achieve this was setting reform up to fail,
and highlighted particular pressures and finite supply of, for example, social housing.
They also pointed out that some services which would be relevant to the duties are
provided on a universal basis, so it would be difficult to identify what was being

provided for people with mental or intellectual disabilities.

We accept that we are asking for more to be done, and make no apology for this. A
key part of a human rights-based approach is to have clear attributable duties to

provide such services as are necessary to secure rights such as the right to health
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and to independent living. This supports our proposals for Human Rights

Enablement (see chapter 8).

The precise level and type of service would not be prescribed in primary legislation,
but would be developed through the development of minimum core obligations,
service standards set out by the Scottish Government, and the duty of progressive

realisation.

In a world of integrated services, it is no longer appropriate that the duties to help
people with experience of mental or intellectual disability live decent lives should be
confined to local authority social work departments. They should be extended to

cover housing and healthcare — including physical healthcare.

Importantly, we do not believe that it is enough to provide a level of support which
may prevent a person from being readmitted to hospital, but leaves them leading an
impoverished and isolated existence. There is much more that health and local
authority services can do to remove the barriers preventing people with mental or
intellectual disabilities from flourishing, and that should be the level of ambition we
set.

We recognise that addressing wider social determinants of poor mental health
requires a broader societal approach. We agree that it is not best dealt with in mental
health law, even in the wider approach we suggest. We set out below how we think
these should be addressed in a wider strategic response.

There was also support for stronger duties to ensure people have access to
accessible information about their care and their rights. AdvoCard said: ‘We would
welcome increased duties on all services to provide timely access to accessible
information, translation, interpretation and advocacy. At times this is currently not
possible under the 2003 Act’. The ALLIANCE said ‘Information should be provided in
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a range of accessible formats and should follow the Six Principles of Inclusive

Communication’.

6.2.3: Stigma

There was strong support for continued positive action to reduce stigma, and

considerable support for a positive duty to address stigma and discrimination.

The importance of this is reinforced by the wording of Article 8 of the CRPD which
obliges States ‘to adopt immediate, effective and appropriate measures ... to foster
respect for the rights and dignity of persons with disabilities [and] to combat

stereotypes, prejudices and harmful practices relating to persons with disabilities.’

See Me said: ‘We would therefore recommend that the “minimum core obligations”
outlined include an explicit focus on eradicating the mental health stigma and
discrimination experienced by individuals receiving care under mental health law, so
that this aim is not deferred or reduced to a long-term ideal under the banner of

“progressive realisation.” They felt the focus should address issues preventing
people from seeking help, issues when people receive support, and barriers to full
inclusion in society after receiving help — including prejudice and negative attitudes

and practice of staff and wider society, as well as self-stigma.

Various suggestions were made in responses as to how stigma could be addressed,
including greater support for people with mental or intellectual disabilities to be
involved in directing how services and policy were developed, adopting measures
outlined in Article 8 of the UNCRPD to increase awareness of the rights and dignity
of people, developing education and training programmes, and enhancing the duties
and powers of the Care Inspectorate and other scrutiny bodies to scrutinise, monitor

and report on stigma and discrimination.
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People First argued that negative and discriminatory attitudes are ‘helped by the way

legislation refers to us and deals with us as different from other citizens.’

A number of respondents commented that stigma should be understood within the
wider context of discrimination. COSLA pointed out that ‘Within the public sector, the
public sector equality duty (PSED) requires public bodies to have due regard to the
need to eliminate discrimination, advance equality of opportunity and foster good
relations between different people when carrying out their activities: this includes
making sure people with a protected characteristic have the same opportunities as
others’. They said that ‘The benefit of legislating to reduce stigma is unclear and this
may be best promoted by the support of this continued cultural shift rather than

legislative change.’

We agree that legislation cannot end stigma and discrimination on its own, and
action to address it should not await a new duty in law, but we have concluded that
the legal obligations on Government should be strengthened. Article 8 of CRPD is
clear and urgent in its terms, and the evidence we have received supports the view
that current actions are insufficient; and that we need to go beyond the general
obligations of the Public Sector Equality Duty, and ensure the full range of

approaches recommended in Article 8 are put into effect.

6.2.4: Prevention and early intervention

We received many suggestions of ways in which society could do more to prevent
mental ill-health. Some of these could be covered by the expanded duties we

propose for mental health law.

The MWC suggested that strengthening the Mental Health Act duties could lead to
‘tertiary prevention’ in preventing relapse. The Royal College of Psychiatrists said

that ‘support and care in community settings is missing or insufficient in many areas
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of Scotland, and the HRE framework and minimum obligations could provide

opportunities to address deficits in preventative community care.’

See Me quoted focus group participants:

‘... we need better funding for early intervention to stop people reaching the
point where they need coercive treatment...A lot of times it's: people trying to
get help, being pushed back, trying to get help, being pushed back. And then
whatever’s going on is bubbling up and up and up and then they reach this
crisis point where they can no longer autonomously decide what'’s best for

their wellbeing. And it shouldn’t get to that point.’

‘A lot of it does really come down to accessible early intervention...they can’t

keep slapping Band-Aids on bullet wounds and shipping you out.’

One respondent suggested the introduction of ‘community based mental wellbeing

hubs with a common set of definitions and service specifications.’

The Health and Social Care Alliance cited the recommendations of the Independent
Inquiry into Mental Health Services in Tayside: ‘These include learning from events
and listening to the feedback from people with lived experience, including unpaid
carers and their families, in order to improve future practice; and ensuring that there
are appropriate services in the community to support early intervention and

prevention, particularly of more complex mental health conditions.’

Social Work Scotland highlighted the importance of public bodies working jointly to
address issues such as poverty, discrimination and societal stress, and stressed that
the prevention of mental health problems requires a whole system approach to policy
design and service delivery. The legal framework should place the duty and
expectation of public bodies working jointly.
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We agree with this, although we accept that some preventive interventions should be
seen in a wider context than mental health law. COSLA pointed out that the incoming
mental health strategy provided an opportunity to embed mental health
considerations across national policy in areas such as housing and green space.

Other broader interventions mentioned by respondents included tightening alcohol
laws, trialling new approaches to illegal substances, reduction in the prison
population and improvements to the benefit system, poverty reduction initiatives and

addressing discrimination including racism, sexism, ableism, and homophobia.

6.2.5: Other ESC rights

Several respondents agreed that addressing poverty and access to employment
were important elements of a human rights-based approach for people with mental
or intellectual disabilities. SAMH said that social security policy needs to be aligned
with this ambition, and SASW commented that the new Scottish benefit system
offers an opportunity to create a fairer system that doesn’t penalise or allow people

to fall through gaps in welfare support because of their mental health.

A range of other areas of focus was suggested. Support in Mind Scotland ‘supports
efforts to prioritise digital inclusion to allow individuals experiencing loneliness to

access online services and groups.’

The MWC said:

‘There is a growing body of evidence that ‘belonging’ ... is important to
maintain and to enable good mental health and recovery from mental iliness.
However there is little evidence that ‘belonging’ is measured for individuals
using mental health services .... This does not just mean around vocational

pursuits. Recent research conducted by the National Institute for Health
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Research (NIHR) published in the British Medical Journal ... highlighted how
systems consider mental and physical health for people with learning
disabilities but with little emphasis on developing inter-personal relationships
... this will require a significant change in culture, and services may need to
be brought into existence/enhanced in order to make progress in this very

important area.’

The Health and Social Care Alliance was supportive of the range of rights mentioned
and highlighted the need to consider the rights of particular population groups,
including people with sensory loss, people for whom English is not their first

language, and people with learning disabilities.

Other suggestions included access to culture, leisure and sport, both because of
their beneficial effects on mental health and because they are rights set out in Article
30 of the CRPD.

6.2.6: System-wide changes

There was almost universal support for the system-wide changes to mental health
services which we suggested were necessary, although there were differences of

view over the place of legislation in addressing them.

NHS Greater Glasgow & Clyde suggested that The Review was ‘at times,
excessively negative regarding the existing provisions and systems’. We agree that
there are examples of excellent practice and a commitment to improvement in many
parts of the mental health system, but the responses we received from user and

professional groups nearly all suggested that more needed to be done.
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SASW commented:

‘More support to professionals to ensure they have the knowledge, resources
and skills to give full effect to the human rights of individuals is vitally
important. ... Social work education does not always cover a human rights

approach in enough depth or detail, yet it is crucial to social work practice.’

The Care Inspectorate agreed with the system wide changes suggested, saying: ‘For
system wide, and particularly upstream changes, to be achieved and sustained,
there would require to be adequate and ongoing resources. This may include
consideration of an asset-based community development model, a population health
approach, extending an understanding of the role Adult Support and Protection can

play and a greater focus of resources on preventative spend.’

The Royal College of Psychiatrists stressed that system change should encompass

in-patient as well as community services:

‘Positive care settings should include in-patient settings (looking to the
‘Maggie’s Centres’ template for positive in-patient environments) and
supported accommodation to enable community living. It is unacceptable that
mental health in-patient services are sometimes inadequately maintained and
do not always provide a welcoming and pleasant environment. We would also
see this applying to those working to provide care for people with a learning
disability, other relevant neurodevelopmental disorders, acquired brain injury

and degenerative disorders such as dementia.’

Several respondents argued for a greater recognition of the role of trauma. We make
a recommendation on this in chapter 9 on reduction of coercion. The Health and
Social Care Alliance argued that we should: ‘Place greater emphasis on supporting

the workforce to be trauma informed. Awareness of trauma and the barriers that
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those affected by trauma can experience when accessing care, support and
treatment can help to reduce stigma and encourage the workforce to engage with
people in a person centred way and in accordance with individual needs and

circumstances.’

CRER pointed out that ‘across all headings, specific attention is needed to ensure
racial inequalities are addressed, particularly regarding cultural shifts and support to

professionals (particularly for BME staff).’

Glasgow City Council said they would be ‘would be concerned about further
systemic change at this time, given current recovery status from the pandemic and
the impact of cost of living’. We recognise this concern, and our view is that these
systemic changes are not a standalone package, but need to be part of wider
reforms, including the development of the National Care Service.

The Health and Social Care Alliance said:

‘ALLIANCE members and partners have consistently highlighted the need for wider,
systemic culture change to facilitate meaningful change in mental health services.
We welcome the ambition set out in The Review’s consultation document. However,
during our engagement sessions it was recognised that there’s often a disconnect
between human rights rhetoric and implementation at ground level. If The Review
proposals are taken forward, there needs to be a positive move towards human

rights enablement at ground level.’

They suggested the following key elements to enabling system-wide and cultural

change:
e Progressive economic systems

e Co-production and co-design
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e Data and research

e Accountability

e Rights awareness and capacity building
e The role of duty bearers

e Investment and resources.

Specific proposals included an ongoing programme of longitudinal research to
capture qualitative and quantitative data, framed within an equalities, human rights
and intersectional lens, using ‘dignity language’ as a helpful tool for people to see the
value in legal human rights frameworks, and the use of practical tools such as the
PANEL principles and AAAQ framework.

191



Chapter 6: Economic, social and cultural rights

Chapter 6: recommendations

Changes to mental health law including new duties

Recommendation 6.1: There should be a legal requirement for the Scottish
Government to establish minimum core obligations to people with mental or
intellectual disabilities to secure their human rights, including but not
restricted to the right to the highest attainable standards of mental and
physical health, and the right to independent living, alongside a framework for

progressive realisation of those rights.

Recommendation 6.2: Sections 25 to 27 of the 2003 Act should be extended
and reframed to set out clear and attributable duties on NHS Boards, local
authorities and integration authorities to provide or secure support to
individuals with past or present experience of mental or intellectual disability.

The duties should include:

e Personal care, support and treatment to maximise mental and physical
health

e Housing which is appropriate for the person’s needs

e Provision to support living and inclusion in the community and prevent

isolation or segregation

e Education, training and support for employment

e Assistance with travel to any of the above supports

192



Chapter 6: Economic, social and cultural rights

e Access to financial advice and anti-poverty initiatives.

Recommendation 6.3: NHS Boards, local authorities, integration authorities
and the Scottish Prison Service should be under a duty to secure similar
supports to people with mental or intellectual disabilities who are in prison or

being discharged from prison.

Recommendation 6.4: There should be a systematic process of monitoring to

assess whether these obligations are being met.

Recommendation 6.5: The duties under sections 260 and 261 of the Mental
Health Act should be extended to ensure that people with mental or intellectual
disabilities have effective access to information about their rights whenever

they need it, including translation or interpretation where required.

Recommendation 6.6: There should be a legal duty on Scottish Ministers to
adopt specific measures to address the requirements of Article 8 of CRPD
(Awareness raising) in respect of people with mental or intellectual disabilities,
including fostering respect for their rights and dignity and combating
stereotypes, prejudices and harmful practice. The duty should be supported

by specific actions in the minimum core obligations.

Recommendation 6.7: In line with the recommendations of the National
Taskforce for Human Rights Leadership, there should be accessible,
affordable, timely and effective remedies and routes to remedy where any of
the above duties to provide services, support or information are not upheld.
This should include the ability of individuals to raise a legal action in the civil

courts.
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Wider changes

Recommendation 6.8: The Scottish Mental Health Strategy should be recast to
set out a clear human rights framework including the development of minimum
core obligations and the progressive realisation of economic, social and

cultural rights for people with mental or intellectual disabilities.

Recommendation 6.9: This should not be confined to health and social care
services, but address other relevant government policies and strategies,
including housing, poverty, social security, employment and community

support.

Recommendation 6.10: The development of these minimum core obligations
and the framework for progressive realisation should be carried out with the
full participation of people with mental or intellectual disabilities and their

representative organisations.

Recommendation 6.11: As the minimum core obligations are developed, the
Scottish Government should identify any other public bodies who should be
subject to a specific responsibility to fulfil the economic, social and cultural

rights of people with mental or intellectual disabilities.

Recommendation 6.12: Duties to provide health and social care should be
reframed in terms of human rights standards, including the AAAQ (availability,
adequacy, acceptability and quality) framework set out at paragraph 12 of
ICESCR General Comment Number 14 (United Nations, 2000). Since many of

these duties apply more widely than to mental or intellectual disability, this

may require to be considered as part of the general implementation of the
proposed Human Rights Bill.
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In our consultation paper in March, we made two proposals aimed specifically at
promoting, protecting and realising the rights of unpaid carers. We proposed a
framework for identifying, working with and improving communication with unpaid
carers across the system. Part of this was the proposal for the development of Carer
Awareness training for all staff working with people with mental or intellectual
disabilities. We thought this training should be mandatory. Our proposals were based
on what unpaid carers had already told us about their experiences of engaging with
professionals, and a survey we had done with professionals.

The Carers (Scotland) Act 2016 (referred to as the Carers Act) sets down the rights

of unpaid carers to involvement in the care and treatment of those they care for.
This Act defines an unpaid carer as someone who provides care for another
individual for which they are not paid. Neither do they provide this care as part of a
contract or as voluntary work. It does not include people caring for young people
under 18 (or 18 and still at school) if the reason they are being cared for is their age.

It defines a young carer as someone who is under 18 (or 18 and still at school).

There are believed to be over 880,000 unpaid carers in Scotland (Carers Week

Report 2020). Knowing how many of these people are providing care to people

experiencing mental and/or intellectual disability is difficult. This is because there is
stigma around this. Care may be provided for reasons in addition to mental and/or
intellectual disability. And many people do not see themselves as being an unpaid
carer. They see it instead as simply being part of what they do for a partner, sibling,

mother, father, son or daughter.

7.1: This is where we started

In the first phase of the Review, we carried out targeted consultation work with

unpaid carers of all ages. We spoke to a cross section of unpaid carers. We heard
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from people providing support to people with intellectual disabilities. Some were
caring for people experiencing mental and/or intellectual disabilities. Others were
caring for autistic members of their family. People were caring for their parents,
siblings or children and young people.

Due to there being Covid restrictions in place, this engagement all took place either
over the telephone or online. Unpaid carers also responded to our first consultation

paper in 2020. Common themes emerged.

The first common theme to emerge from our engagement with unpaid carers was
around the communication between people with lived experience, unpaid carers and
practitioners in services for mental health, intellectual disabilities, autism and
dementia. We reported in our interim report in 2020 that many unpaid carers felt ‘left-

out’, ‘ignored’, and ‘under-valued’.

One unpaid carer commented that, ‘unless people had the courage to challenge
professionals, they will act according to what they, as professionals, consider is best,
and this is not necessarily in the adult’s interests’. Many reported that they were not
kept informed about their family member’s admission, progress or discharge and
were not given any support for themselves. Indeed, concerns about communication
were raised in almost all responses received from unpaid carers to our first

consultation. Few practitioners raised the issue.

The Communication and Engagement Advisory Group of the Review was concerned
that these responses indicated poor levels of awareness and engagement between
practitioners and unpaid carers. This was because, in many situations, the unpaid
carer is the only or most constant person in someone’s life. It is the unpaid carer who
knows that person when they are free from a mental or intellectual disability. They
are the person who can best tell when the person starts to show signs of
deteriorating health or distress. But it was also disappointing because of the existing

laws which are meant to ensure unpaid carers are appropriately involved.
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The principles of the Mental Health (Care and Treatment) (Scotland) Act 2003

require that regard is given to the views of unpaid carers. The Carers Act sets out
that unpaid carers should receive appropriate information and support to continue
with a caring role. They should have their views and needs taken into account. They
should also receive respect for their role and experience. And there is a duty on
health boards to involve unpaid carers in hospital discharge, where appropriate.
These statutory protections are also underpinned by the best practice guidance,

Triangle of Care: A Guide to Best Practice in Mental Health Care in Scotland

(Triangle of Care). The responses to the Review in this first phase indicated that, in
many instances, these rights in law are not yet resulting in a better experience for

unpaid carers.

This links to the second common theme that was raised by unpaid carers. Many
people with lived experience, and their unpaid carers, are not being made aware of
their rights. This includes their rights under current mental health and incapacity law,
the Carers Act or more broadly within a human rights context. Many people also
specifically raised concerns about access to advocacy.

The Communication and Engagement Advisory Group first wanted to check what
resources or tools were available to help practitioners working in the fields of mental
or intellectual disabilities identify and engage with people with lived experience and
unpaid carers in more substantial ways. Second, it wanted to send out a survey to
such practitioners to gain a greater understanding of their perspectives around

engagement with unpaid carers.

7.1.1: Resources to support engagement with unpaid carers

There are two main resources available to support practitioners working in services
for mental health, intellectual disability, autism and dementia to work alongside

people with lived experience and unpaid carers in meaningful ways.

Equal Partners in Care is an online training course. It was designed, with input from

unpaid carers, for practitioners to raise awareness of unpaid carers of all ages. The
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Triangle of Care mentioned above was developed by mental health carers in

England. It has now been adapted for use within mental health services in Scotland.
Although initially developed for use within mental health services, the Triangle of
Care can be adapted and used within a wide variety of settings, including intellectual
disability, autism, and acute care. There are already Triangle of Care resources for

use in dementia settings and Child and Adolescent Mental Health Services.

The Triangle of Care is a therapeutic alliance between service user, unpaid carer
and practitioner. It is based on six standards.

The six standards are:

1. Carers and the essential role they play are identified at first contact, or as

soon as possible thereafter.

2. Staff are ‘carer aware’ and trained in carer engagement strategies.

3. Policy and practice protocols on confidentiality and sharing information are in

place.

4. Defined post(s) responsible for carers are in place.

5. A carer introduction to the service and staff is available, along with a relevant

range of information across the care pathway.
6. A range of carer support services is available.
Services are able to assess how they engage with unpaid carers using a self-

assessment tool. Where there are gaps in such engagement (identified by the self-

assessment process), an action plan is created to detail ways of filling such gaps.
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7.1.2: Survey of practitioners’ views

To understand more about how practitioners viewed their engagement with unpaid
carers a short survey was developed. It was sent out to practitioners within services
for mental health, intellectual disability, autism and dementia. The Review published
this survey and a summary of the responses we received in 2021 (Scottish Mental
Health Law Review 2021)

The survey asked about practitioners’ confidence in identifying unpaid carers of all
ages and the frequency of their interaction with unpaid carers. There were also
guestions about their awareness of the rights of unpaid carers, awareness of the

Carers Act, involving unpaid carers in care plans, and sharing information.

It is recognised that the size and self-selecting nature of the survey’s sample had its
limitations. However, it was felt the results did highlight that significant work remains
to be done around the role of unpaid carers. The survey responses raised concerns
about a lack of awareness and training of unpaid carers and their rights among
practitioners. Set alongside the experiences we heard from unpaid carers, they also
indicated that practitioners’ perspectives on their confidence in identifying unpaid
carers and involving them in care and decision-making may be different from the

perspectives of unpaid carers.

We asked practitioners what barriers they felt prevented them engaging with unpaid
carers effectively. We also asked them what they thought they could do to support
unpaid carers more effectively. The responses are summarised under key themes in
Tables 1 and 2.
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7.1.3: Table 1: Barriers to engaging with unpaid carers of all ages

Barriers to engaging with carers

Theme Barriers

Sharing e Patient withholding consent.

information | e Poor relationship between patient and unpaid carer.
e Poor relationships between staff and unpaid carers.
e Not understanding the role of unpaid carer.

¢ Differing patient and unpaid carer views.

e Fear of saying wrong thing.

Identifying e Short stays can limit time to identify or involve unpaid

carers carers

e People not seeing themselves as unpaid carers.

e Dealing with misconceptions of unpaid carers held by
other team members.

¢ No thought to whether any children or young people

could be providing unpaid care

Involving e Overbearing unpaid carers who do not follow care
carers/ plans.

seeking e Unpaid carers obstructing clinical decisions or not being
carer views on board with them.

e Unrealistic expectations of the care that can be
provided.

e Unpaid carers’ loss of faith in services.

e COVID restricted unpaid carers visiting wards,
removing this chance to talk with them.

e Other professionals’ discriminatory attitudes towards
unpaid carers.

e Poor experiences of working with unpaid carers in past.

200



Chapter 7: The role and rights of unpaid carers

7.1.4: Table 2: How mental health professionals could support carers more

effectively
How mental health professionals could
support unpaid carers more effectively
Theme Suggestions
Sharing ¢ |dentify when individual is well and ask about sharing
information information.

e Helpful to begin these discussions at the admission
stage.

e Ensure unpaid carers know their rights.

e Ensure unpaid carers have opportunities to be
involved in Multi-Disciplinary Meeting (MDT)
meetings.

e Find out if unpaid carer is also guardian/power of
attorney and what they specify.

e Ensure policies and procedures are in place for
confidentiality and sharing information.

e Explain to unpaid carers that some information
cannot be shared.

Identifying, e Raising awareness of unpaid carers of all ages.
involving and | ¢ Listen and respect the views of unpaid carers.
supporting e Treat unpaid carers with respect and acknowledge
carers their expertise.

e Have more time in appointments to speak with
unpaid carers.

e Have more discussions with individuals around the
support they need.

e More training about unpaid carers and how to involve
them.

o Keep up to date with unpaid carer networks.
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e Signpost to local carer organisations.
e Awareness of Carer Advocacy.

e Awareness of role of young and young adult carers

The findings from this survey were discussed with the Lived Experience Reference
Group of the Review. They helped consolidate ideas for recommendations around
ensuring that unpaid carers are meaningfully identified and engaged with.

These recommendations formed part of the consultation chapter on Roles and

Rights of Unpaid Carers carried out in 2022. We had two main proposals:

To develop a framework which encompasses best practice in identifying and
working with unpaid carers of all ages and in improving communication in
general.

To make Carer Awareness Training mandatory for all staff.

e This training to be ongoing to keep staff working within mental health
services up to date with the rights of unpaid carers.

e That awareness raising of Carers (Scotland) Act 2016 and rights should be
included within this, especially the right to involvement in discharge

planning and processes.

We asked people what they thought about these ideas. We also asked some
additional questions. One was about people’s thoughts and experiences of the
sharing of information between unpaid carers and mental health practitioners.
Another asked what needed to happen to ensure unpaid carers of all ages are
respected and valued. We specifically wanted to know how young carers could be
better identified and involved. We also wanted to know people’s views on the right

within the Carers Act for unpaid carers to be involved in discharge planning.
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A number of responses pointed to the need for our proposals to extend beyond
unpaid carers in mental health services. We have always intended our proposals to
expand beyond mental health services to all the services within the scope of the
Review. This was made clear when working with our focus groups. We heard from
unpaid carers and organisations who supported people with intellectual disability,

dementia, and autism and their responses are reflected in our work.

In the rest of this chapter, we summarise the responses we received under themed
headings and present our final recommendations aimed at promoting, protecting and

realising the rights of unpaid carers.

7.2:Carer Awareness Training

7.2.1: This is what people told us

We asked people for their view on our idea that Carer Awareness Training should be
mandatory for all mental health staff. We had suggested this training be ongoing to
keep mental health staff up to date with rights of unpaid carers. And that the training
should include raising awareness of the rights of unpaid carers in the Carers Act,

especially around discharge.

The majority of people and organisations agreed with the need for mandatory carer
awareness training. Many felt it should be extended to more than just mental health
staff. Others included recommendations for what that training should look like and
when it should be done. A smaller number of responses did not support this proposal
or had concerns about it. Concerns included the resource implications of mandatory
training and the need to legislate for this was questioned. An underpinning theme
was that working to increase the realisation of existing legislative rights for unpaid

carers should be prioritised over new legislative measures.

In support of the proposal: The proposal was supported by the majority of responses.

Support in Mind Scotland felt it was ‘overdue’. Age Scotland felt if this was not
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already happening it was an omission. Thrive Edinburgh said that ‘it should align with
priorities in the Carers Act, and while recognising that “mandatory” was a “strong
term” ... it was necessary’. The Health and Social Care Alliance supported targeted
training on this. Scottish Social Services Council welcomed the proposal and
opportunity to work closely with the Scottish Government to support its

implementation. NHS Education for Scotland said they could provide this training.

A number of respondents suggested that the mandatory training should be for more
than just mental health staff. The Law Society of Scotland said ‘it should be
mandatory and should not be limited to staff in any one particular service’. There
were specific calls for it extend to: social work and social care staff (Social Work
Scotland); all professionals involved in the care and treatment of people in
community and hospital settings (Moray Council); all staff supporting adults across
the three pieces of legislation (An adult support and protection committee, Scottish
Commission for People with Learning Disabilities (SCLD), staff in the Scottish Prison
Service (Families Outside), people working with people with dementia (Parkinson’s
UK), staff in the third sector (Support in Mind), and staff working with young carers
(Thrive Edinburgh).

Requirement for carer awareness training: Those in support of our proposals were
also clear about what would be needed if such training was to be worthwhile and
meaningful. One of the most commonly stated requirements was that unpaid carers
needed to be involved in both its design and delivery (Carers Trust Scotland ,
SASW, AdvoCard, Challenging Behaviour Foundation, Scottish Commission for
People with Learning Disabilities (SCLD). SCLD specifically stated that PAMIS, who
support people with profound and multiple learning disabilities need to be involved.

Another key requirement was that the training should recognise that unpaid carers
are not ‘a homogenous group and have many intersecting characteristics’(SCLD). It
needs to ‘respect and value the group’s diversity’ and take account of the cultural
backgrounds of unpaid carers’ (Royal Society of Edinburgh). ‘It must specifically

include carers of ethnic minority people as well as mandatory cultural
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awareness’(anonymous organisation). It must also reflect the needs of Deaf Carers
and unpaid carers of autistic people, as well as other neurodevelopmental
differences. The Forensic Network warned it would need to be tailored to the
different clinical and social care settings if it is to avoid being too generic to use.

Staff awareness of training was seen as critical to prevent young carers being
overlooked (COSLA, Glasgow City Council, Scottish Social Services Council).
Raising awareness of young carers, including sibling carers, was seen particularly
important in ensuring this group received the support they needed, and which was
age and stage of development appropriate for them. Cultural awareness was again
emphasised, e.g. the concept of ‘young carer is not understood in many ethnic

minority communities (Royal Society of Edinburgh).

People emphasised that this needed to be adequately funded (Royal Society of
Edinburgh). ‘The resource burden for any such training should not be met by unpaid

carers or their organisations’ (SCLD).

Responses also spoke to how it may work in practice and gave suggestions of when
it should happen. e.g., to have this as part of pre-qualification training, induction,
refresher or accreditation, or academic training programmes (Carers Trust Scotland ,
Social Work Service Dumfries and Galloway, MWC, Thrive, COSLA). Edinburgh’s
Carers Council suggested it could be part of recruitment and induction processes.

Lack of support or concerns about the proposal: A smaller number of responses did
not support the proposal or had concerns about it. People pointed to existing training
already available but were concerned about the amount of time and cost involved in
making it mandatory (Anonymous organisation, COSLA, Glasgow City Council). This
included cover to allow staff to do the training.

Others felt it was more important to ensure unpaid carers are involved in wider

service design and keep training less fixed and mandated (Royal College of

Psychiatrists, Social Work Service, Dumfries & Galloway). The Mental Welfare
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Commission, while supporting the proposal, was also looking for the unpaid carer
voice to be more embedded within the governance structures at all levels of health
and social care services. They felt this approach ‘can often orient services towards

these issues more meaningfully.’

Prioritisation of realising existing unpaid carers’ rights: A key theme underpinning a
number of responses was that the realisation of unpaid carers’ existing rights should
take priority over new legislation or rights. Many responses felt the necessary rights
already existed, but more needed to be done to recognise them, as well as to
recognise the status and critical contribution unpaid carers make to supporting the

people they care for in our communities.

The Carers (Scotland) Act 2016 put in place a welcome set of rights for carers, but
the experience of some of the family carers in ENABLE’s membership is that the
objectives of the Act are not reflected in their experience with public bodies in their
area. Ensuring the rights of carers already legislated for are being realised in
practice is as much a priority as considering further legislative measures. (ENABLE
Scotland)

‘Many of the problems in mental health services are related to the poor
practice of the law and not necessarily inadequate protection within the law
itself.” (The Royal Society of Edinburgh).

As such, the need to legislate in this area was questioned. COSLA felt it would be
‘heavy handed’ and could become out of date quickly and preferred taking an
improvement approach to the existing legislation to reduce additional complexity.
This linked to responses that felt any unpaid carer awareness training needed to
align with the priorities of the Carers Act (Thrive Edinburgh), and cover information,

training and recognition of carers rights (Edinburgh Carers Council).

As well as more awareness of the rights of unpaid carers , more also needs to be

done to ensure services know the statutory duties placed on them by the Carers Act.
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‘It was especially noted that involvement of carers at discharge planning
stages was poor in most mental health services and workers wondered
whether mental health services, from NHS, knew there was a legal duty in
place to ensure carers were involved in such discussions where
practicable.’(Mental Health Workers Forum c/o Carers Trust Scotland and

Coalition of Carers)

The Health and Social Care Alliance also noted that unpaid carers should be
involved in discharge conversations and stated, ‘We know many unpaid carers can
face challenges during hospital discharge process and are often left with a lack of
support’. They suggested that an increased awareness of the rights of unpaid carers

as set out in the Carers Act and the Carers’ Charter was needed.

Not involving unpaid carers in discharge planning was viewed by SCLD as ‘de-
valuing their role’. They noted the significant contribution unpaid carers make in
helping the cared for remain in the community and the carer has to be seen as part

of the post hospital team.

One voluntary organisation raised the issue of unpaid carers receiving culturally
appropriate support, such as help with language, during planning of discharge. They
further noted that, where English is not the first language of the carer, they can
struggle to understand what is being discussed and this can lead to a situation where
the carer cannot provide the appropriate care at home.

7.2.2: Our final recommendations

Responses have shown that there is support and a need for Carer Awareness
Training. While there was support for this to be mandatory there were also concerns
about the impact this could have.

To be meaningful and effective we were told this training needs to accurately reflect
the diversity of experiences, cultural backgrounds and ages of unpaid carers across

Scotland, We feel therefore that cultural awareness needs to be a part of the
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training, as does raising awareness of young carers, including sibling carers. To
achieve this it is critical that a cross section of unpaid carers are involved in the

development and delivery of this training.

However, the responses highlighted that making it a legal requirement may not be
helpful as it would make it more difficult to respond to changes in policy areas. It also
does not feel in the spirit of encouraging partnership. And, without the need for
legislation, the changes we would like to see happen could start within a relatively
short time following any acceptance of the recommendation.

We think that the awareness of the rights of unpaid carers requires to be addressed.
We think Carer Awareness training is essential in helping staff understand the role
and rights of unpaid carers. We do not think this needs to be set down in legislation.
We also have listened to the concerns about making this mandatory.

We recommend:

Recommendation 7.1: NHS Education for Scotland in partnership with unpaid
carers and National Carers’ Organisations should develop Carer Awareness
Training for all staff working with people with mental or intellectual disability

across health and social care settings.

This training should:

e Cover therights of all unpaid carers as enshrined in legislation.

e Have local unpaid carers and carer services involved in its

delivery at local levels where this is possible.

e Become best practice within pre-registration requirements for

professionals across health and social care settings.
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e Become best practice in the induction process for staff in third

sector organisations.

e Become best practice in continuing professional development

e Respect and value the diversity and intersecting characteristics of
unpaid carers, including cultural differences and the needs of

young carers.

e Be supported by the development of measures to monitor and
assess its effectiveness in improving outcomes for carers and
staff, including levels of staff awareness, knowledge and
confidence in protecting, promoting and fulfilling the rights of
unpaid cares of all ages, and the difference it makes to the

experience of unpaid carers.

7.3: Best practice engagement framework

7.3.1: This is what people told us

As well as the Carers’ Awareness Training, we proposed that a framework be
developed to encompass best practice in identifying and working with unpaid carers

of all ages. It would also cover improving communication.

There was support for a framework of best practice for practitioners.

Supporting the framework, organisations pointed to existing models that could be

used or built upon for this. These included the Triangle of Care, the Somerset Model
and the family psychoeducation model. (Carers Trust Scotland, Scottish Association
of Social Work). The Triangle of Care was mentioned most. 100% of responses to a
poll by the Mental Health Workers Forum c/o Carers Trust Scotland and Coalition of

Carers approved of such a framework, suggesting the Triangle of Care as the ‘best
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guidance to use’. They wanted the Scottish Government to support its
implementation across all services supporting people with mental or intellectual
disability, dementia, autism and other neurodevelopmental conditions within
Scotland to ensure a consistent approach. Currently, it is very much a ‘game of

chance’ whether unpaid carers were identified and offered support.

‘Thus, whilst carer awareness training is welcome, there needs to be
organisational and professional guidance and policies developed to back this
up. This necessitates the adoption of an approach such as the Triangle of
Care across Scotland so that public sector organisations and professional
groups can work consistently and to the same standards.” (Mental Health

Network Greater Glasgow).

‘Triangle of Care could also be used as a quality assurance mark to indicate
to carers and people with lived experience, that the service was carer aware
[...] The issue is that carer involvement and engagement is different in
different parts of Scotland, there is no consistent approach and some carers
get great support from mental health staff whilst others don’t. Having a
standardised best practice guide could reduce this happening.” (Mental Health

Workers Forum c/o Carers Trust Scotland and Coalition of Carers).

Some responses indicated specific aspects that they would want such a framework
to cover. It is critical that it can address the stigma that mental health has in specific
communities (Anonymous organisation, Royal Society of Edinburgh). SCLD felt the
‘framework within the Triangle of Care is an excellent starting point’ as it already
takes account of transcultural issues. However, they want more recognition for
people with intellectual disabilities who are unpaid carers and how to engage
effectively with them. They also wanted it to specifically cover the inclusion of unpaid
carers involvement in discharge planning. Families Outside wanted any framework to

include and reflect the needs of unpaid carers for people in custody.
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In response to our specific question about information sharing, people suggested the
need for a framework to support doing this better. Support in Mind wanted best
practice guidelines and a toolkit for staff involved in information sharing. Many
responses called for specific guidance or greater clarity on Data Protection and
consent issues, with good practice examples. Edinburgh Carers Council felt staff

needed more training on the General Data Protection Regulation (GDPR) and

confidentiality in relation to unpaid carers, and a clearer framework for what can and
cannot be shared: They asked ‘who is making the decisions around what information
can be shared?’. Mental Health Network Greater Glasgow felt that there needs to be
more confidence in sharing information — there is a need for training but guidance
and policies are also required to back it up. The Forensic Network wanted to
strengthen the existing duties on the Mental Health Officer to gather information from
unpaid carers and be a conduit in absence of consent. Midlothian Health and Social
Care Partnership felt it would be helpful to have clarification about the rights of the
person not to involve their family members and the rights of the unpaid carer to be
involved. Social Work Scotland specifically felt that there was no need for any
change in legislation around this. They felt the Data Protection Act and guidance

from the Mental Welfare Commission’s Good Practice Guide on Carers and

Confidentiality were already sufficient.

The Royal Society of Edinburgh pointed out that section 27 of the Carers (Scotland)

Act 2016 states ‘unpaid carers should be involved in carer services’ but felt this was
not adequately understood by many statutory services. They felt a framework was
needed to ensure that this legal requirement is met. The Carers Trust Scotland (on
behalf of National Carer Organisations) highlighted concerns around inconsistency of
approach in identifying and engaging with unpaid carers. They suggested the use of
a framework similar to the Triangle of Care. They felt it could be adapted to relevant
settings and should include arrangements made to involve unpaid carers in the
discharge process as well as in overall care planning, with consent of the person

being cared for.
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COSLA felt that it would not be necessary to set any framework in legislation as
there are many areas where frameworks exist. They gave Getting It Right For Every
Child (GIREEC) as an example.

7.3.2: Identifying and engaging with young carers

In our discussions with young carers during the final consultation phase we heard
that services involved with the person they provide care for do not take the time to
identify or listen to them. We also specifically asked what people thought was
needed to ensure mental health services identified and engaged with young carers in

our consultation paper in March 2022.

People recognised the challenges around the identification of, and engagement with,

young carers, with most explicitly voicing the need for proactive steps.

‘Firstly there needs to be a proactive recognition of young carers and then a

duty to support them.’ (Royal College of Physicians)

‘Young carers are still the most misunderstood and down-trodden of all
carers. They ought to have special protection and support in the process.’
(Individual)

Identifying and supporting young carers was seen as essential to ensuring that their
own health and wellbeing needs were addressed alongside rights enshrined under
UNCRC. Young carers were viewed as being the last person professionals think
about when asking about anyone providing unpaid care, highlighting the need to

identify and support a young carer.

Some called for a statutory requirement to offer support to young carers. Others said
that sufficient legislation existed, but resources had prevented it being embedded.
The Law Society framed a focus on young carers and their identification as ‘a
preventative strategy to support their mental health and avoid further issues into
adulthood'.
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The importance of asking the right questions in order to identify young carers was
noted by the Carers Trust Scotland . They suggested that specific Young Carer
Awareness Training should be offered to education services and health and social
care services. They also pointed out how the Young Carers identification card
scheme was helping young carers engage with services. One voluntary association
amongst others explained young carers may first need reassurance that they will not
be separated from the person they care for and, if this is to happen, be given
information on timescales and support to deal with it.

To assist with identification, the Mental Welfare Commission and the Royal College
of GPs highlighted that GPs often have a code for carers so that they can proactively
provide support. Thrive Edinburgh suggested training for staff and a notification
system for Social Workers and Mental Health Officers. The SCLD suggested
engaging with young carer organisations as they will be aware of young carers in

their area.

People said young carers need more intensive engagement and support to allow
them to fulfil their role. They said that staff need to know how to engage effectively
with the young person. This is about knowing the young carer’s preferences in terms
of communicating, as well as engaging age appropriately. All unpaid carers need to
be given the right information at the right time. But this was seen to be especially
important for young carers as oversharing information can be inappropriate and lead
to distress (Thrive). Social Work Scotland also cautioned a