THE BAMFORD REVIEW OF MENTAL HEALTH AND LEARNING
DISABILITY (NORTHERN IRELAND)

PROMOTING THE
SOCIAL INGLUSION OF PEOPLE
WITH A MENTAL HEALTH PROBLEM
OR A LEARNING DISABILITY

August 2007






FOREWORD

This further report from the Bamford Review covers the important area of promoting the social
inclusion of people with a mental health problem or a learning disability. It complements, in
particular, the Review's Humun Rights and Equality of Opportunity report, which was published in
Ogctober 2006, Together they set out the ethical values for the entire Review and ils central vision
of valuing people with a mental health problem or a leaming disability and enabling them o enjoy
their fghts 1o full cidzenship.

The report also follils the dual purpose of providing the Depariment of Health, Social Services and
PPublic Salety’s latest conmbution to the Oflice of the First Minister and Deputy First Minister on
the Promoting Social Inclusion initative, which is part of the New Targeting Social Need stralegy,

Preparation of the report has involved discussions with and contributions from several other
Northern Ireland Departments. users of services, their carers and Families, [ makes a number of
practical recommendations on how people with a mental health problem or a learning disability can
lead more inclusive and meaningiul lives,

We commend the repor 1o you,

Roy 1. McClelland (Professor) I eslie Frew
Chairman. Director,
Bamflurd Review Mental Health and

Iisability Services,
DHSSS
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1. INTRODUCTION

Purpose

[.1  The purpose of ths reporl is 0 dentily the reasons why people with mental health problems
or a leaming disability are often excluded from the kKind of evervday life that others take for
granted and 1o make recommendations that will improve their inclusion in society.

Background

[.2  This review forms part of Northern lreland’s Promoting Social Inclusion policy. which
encourages Government Depariments to form inter-departmental groups (o lackle Key arcas
of social exclusion, As the Department of Health, Social Services and Puoblic Safety
(DHS5PS) had commissioned an independent Review of Mental Health and Learning
Disahility policy and legistation, it was agreed that this Review was the most appropriate
vizhicle o consider the social inclusion of people with a leaming disability or mental health
problems.

[.3  Promoting Social Inclusion invalves the statutory, private and voluntary sectors. In particalar,

the contribution of the voluntary sector in terms the promoton of social inclusion of people
with mental health needs and learning disability has been welcomed in terms of stigma.
heusing, employment and health,

Promoting Social Inclusion (PSI) Policy

L4

The Northern Ireland Executive agreed that Promoting Social Inclusion involves
Departments working together and with social partners;

. To identily and tackle factors which can contribute 1o social exclusion,
. To undertake positive inidatives W improve and enhance the e and circomstances
of the most deprived and marginalised people in our community.

The Bamford Review of Mental Health and Learning Disability

1.3

L.6.

The DHSSPS commissioned a Review of Mental Health and Leaming Disability policy and
legistation in October 2002, The main reasons for commencing the Review ware:

. The focos of existing legislation was on treatment and care in hospitals rather than in
the community.

. [ncreased expectaions for amended legislaton following reviews of mental health
legislation in nefghbouring jurisdictions.

. The requirement o ensure that legislation is updated o reflect human rights, equality
and Evropean legislation.

. Major changes in the modern methods of providing treatment and care,

Absteening Committee, initially chaired by the late Professor David Bamlornd, was established



1.7.

L5,

L3,

o oversee the Review. The Committee has representation from a wide range of professional
interests, the voluntary sector, individuals, carers and includes members from neighbouring

jurisdictions,

The vision ol the Beview is:

. Valuing those with learning disability and mental health problems. their rights wo full
citizenship, equality of opportunity and self-determination.

. Addressing the challenges facing people with mental health problems or a learning
disability.

. A process of review, reform, renewal and modermisation of services that will make a

real and meaningful difference o the lives of people with mental health problems or
a learning disability and to their carers and families.

The key values of the Review ane:

. Respect Tor people as individuals — through openness and honesty in the provision of
information, respect and courtesy in individoal interactions with individoals,
partnership and empowerment in service planning and delivery — with Ciovernment,
providers and the wider sociely cach accepting their respective responsibilities.

. Demonstrating justice and faimess — resources for services should be allocated and
managed according 1o criteria which are transparent, and which demonstrate equity.

The principles of the Review are:

. Partnership with users and carers in the development, evaluation and monitoring of
SEIVICES,

. Partnership with users in the individoal assessment process, and in the development
of their programme of treatment and care and support

. Delivery ol high quality, eflective treatment, care and support,

. Equity of access and provision of services, including the needs of people from
minority cultures, people with disabilities, people subject 1o the criminal justice
system.

. Provision of services that are readily accessible,

. Delivery of continuity of care and support [or as long as is needed.

. Provision of a comprehensive and co-ordinated range of services and accommadation
based on individual needs,

. Taking account of the needs and views of carers, where appropriate, in relaton 1o
assessment, treatment, care and support.

. Provision of comprehensive and eguitable advocacy support. where reguired or
requested.

. Promotion of independence, self-egsteem, social inleraction and social inclusion
through choice of services and opportunities for employment and social activities,

. Promotion of safety for individuals, carers. providers and members of the public.

. Provision o stall of the necessary education, training and support.

. Services subject to guality control, informed by the evidence.



1.10. During the P51 review it was noted that there is a lack of local research in Northern Ireland
in promaoting social inclusion for people with mental health problems or a learmning disability,
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VISION, PRINCIPLES, POLICIES AND LEGISLATION

2.1, The Promoting Social Inclusion Group {see Annex 1) decided that it was important 1o set 4
vigion and principles for social inclusion that were easy for everyone o understand. The
vision and principles would operate within the wider national and inlernational legal and
policy contexL

Vision = * Just Like You®

2.2, People with a learning disability or mental health problems can olien be denied access Lo

services thatl everyone takes lor granted. The "Just Like You™ vision is that people with a
learming disability or mental health problems are the same as vouw, with the same needs Tor
everyday life including edveation, employment, housing, health, ransport and a social life,

Principles — *Just Like You®

2.3

2.5.

2.8.

The “Just Like You' principles identify the key areas of life that people with a learning
disability or mental health problems reguoire the same access and opportonitics as evervone
else,

Employment
We need emplovment o meet our potential and provide economic opportunities in life —
*Just Like You',

Education
We need education to motivate us 1o achieve our potential, build our confidence. enrich our
lives, and provide the foundation Tor an inclusive society — “lust Like You',

Housing
We need the opportumity o sccess decent, alTordable howsing in sale and sustainable
communities that contribute to our improved health and social well-being — "Just Like Yo',

Health
We need w be provided with oppartunities w promote ouwr health and mental well-being and
have casy acvess W guality health and social services, when required — *Just Like You®,

Transport
We need to have sdequate ransport 1o access employment, education, health and provide
oppertunities to meet families and friends — "Just Like You'.

Social Life
We need 1o be able o fully partcipate in social activities with friends, Tamily and the local
community - *Just Like You'.



Mental Health Declaration for Eorope

2100 The Ministers of Health of Member States in the European Region of the World Health
Orgamisation agreed a Mental Health Declaration for Europe in January 20405, The stalement
acknowledged that mental health and mental well-being are fundamenial e the gquality of lifke
and productivity of individuals, families. communities and nations.

211, A key priority in the Mental Health Declaraion is w0 Ccollectively tackle stigma,
discrimination and inequality, and empower and support people with mental health problems
and their families w be actively éngaged in this process”,

The Madrid Declaration

212, In March 2002, a European Congress of People with Dhisabalities was held in Madrid under
the Spamish Presidency, An outcome ol the Congress was the so-called “Madrid Declaration”®,

213, The wision of the Madad Declaration: “Our vision can best be described as a contrast between
this new vision and the old vision it secks w replace:

(it

{h)

cl

{d)

(z)

{h)

Away [rom disabled people as objects of charity...and wwards people with disabilities
as right holders.

Away frem people with disabilities as patients... and towards people with disabilities
as independent citzens,

Away Irom professionils taking decisions on behall of people with disabilities... and
towards independent decision making and mking responsibilities by people with
disabilitics on issues which concem them.

Away Trom o focus on individval impairments... and wowards removing barmiers,
revising social morms, policies and promoting a supportive and accessible
Environment,

Away [rom labelling people as dependents or unemployable... and towards an
emphuasis on ability amd the provision of active support megsures.

Away Trom designing economic and social processes Tor the few... and towards
designing a Nexible world for the many.

Away Crom unnecessary segnegation in edvcation, employment and other spheres of
life... and towards integration of people with disabilities into the mainstream.

Away from disability policy as an issve that affects specialised ministres...and
towards inclusion of disability policy as an overall Governmani responsibility™.



Improving the Life Chances of Disabled People

2.14.

Thie Department of Work and Pensions Strategy Unit's report, Improving the Life Chances
of Disabled People', was published in January 2003 as agreed Government policy. The report
sel ool an ambitious vision [or improving the life chances of disabled people over the nexl
Iwenty years.

The report Focuses on four key aspects of disabled people'’s life chances: independent living:
early years and family sopport: transitien (o adulthoed; and employment, The practical
mcasures are designed w;

. Increase disabled people's ability o Hve independently - to enjoy increased choice
and control aver how their needs are met throvgh individealised budgers - and (o have
the opportunity of a full home, work and community hife.

. Enable young disabled children and (their families w enjoy ‘ordinary’ lives, hrough
access o childeare, early education and early family support. to enable them to care
For their child efectively and remain socially and economically included,

. Support disabled young people and their families throvgh the transition w adulthood.
Transition will be better planned around the needs of the individuals and service
dielivery will be smoother across the imnsiton.

. Increase the nuomber of disabled people in employment while providing sopport and
security for those unable o work, Employers will be able i access the right advice
and information,

The UN Convention on the Rights of Persons with Disabilities

2

16,

The UN adopied a new draft reaty in August 2006 giving greater rights 1o disabled people
around the world, The United Nations Convention on the Rights of Persons with Disabililies
requires:

. Participating countries to change laws and ban discriminatory customs and practices.

% Drisabled people wo have an equal rght wo life.

. Equal rights for disabled women and girls.

» Protection for children with disabilities,

. Aright o own and inherit property, W control nancial alTairs and have equal access
o linancial services.

. [Msabled people not 1o be deprived of their liberty “unlawTully or arbitrarily’.

. Medical or scientific experiments withoul consent to be banned.

. An end o enforced insttutionalization.

. Freedom from explottation, violence and abuse,

. Aright to privacy and access t0 medical records.

. Countries o remove barriers 10 accessing the environment, transpor, public facilities

and communication.
. A right to independent living.
. Essential equipment o be made alfordable,
. Avright to an adequate standard of living and social protection.



. An end to discrimination relating to marriage, tamily and personal relationships.
. Lqual access o education.,

. An end to discrimination in the job market.

. A right to equal participation in public life.

A right o participate in cultural life,

Developing countries to be assisted to pul the convention into practice.

UN Convention on the Rights of the Child

2,19,

2.2,

The human rights of children and the standards, © which all govermments must aspire in
realizing these rights for all children, are detailed in one international human rights treaty:
the UN Convention on the Rights of the Child.

The Convention has been ratified by almost every country in the world and by ratifying the
Convention govermments have commitled themselves o proweeting and ensuring children's
rights.

The Convention on the Rights of the Child is a vniversallv agreed set of non-negotiable
standards and obligations. Tt spells out the basic human rights that children everywhere —
withoul discrimination — have: the rght w survival; © develop o the fullest; W proection
[rom harmiul influences, abuse and exploitation; and to participate fully in family. culiural
and social life, Every right spelled out in the Convention 15 inherent 1o the human dignily
and harmoniows development of every child. The Convention protects children's rights by
setung standards in health care, edocation and legal, civil and social services. These
standards are benchmarks aguinst which progress cun be assessed. States thal are parly Lo
the Convention are obliged to develop and undentake all actions and policies in the light of
the best interesis of the child,

The Convention on the Rights of the Child is the frst legally hinding international instrument
Ly incorporate the Tull range of human rights — civil and political rights as well as economic,
social and cultural rights. On 20 November 1989, the povernments represented at the
General Assembly agreed w adopt the Convention into intermational law.

The Disability Discrimination (Northern Lreland} Order 2006

2.21.

The Disability Discrimination (N1} Order 2006 strengihens and exiends the coverage of the
Disability Dhscrimination Act 1995, increasing the scope of legislation w include more people
with disabilities. For example, people with mental health problems will no longer have o
prove their condition is “clinically well-recognised”. The new laws will also provide extra
prodection for disabled people in other areas such as privide clubs and in discominatory job
advertisements. Under the new laws disabled people living in rented premises will now find
it easier w have their homes adapied w meet their needs, Transport will become miore
accessible to disabled people as the legislation will require all trains w0 be fully accessible by
202{, The legislation also introduces an imporiant provision that will enable lifiing of the
transport exemplion from Part 1 of the Disabilivy Discrimination Act 19495 Tor land-based
public transport, vehicle hire, breakdown services and leisure and tourism transport vehicles.



The Crder also extends current legislation w bring the functions of public authorities within
the scope of disability legislanon for the first time and imposes a new duty on them 1o
promote positive attitedes twwards disabled people and encourage their panticipation in public
life. The extension of the Act in this way will impose further duties on the public sector not
(0 diseriminate against disabled people across the whole munge ol ils public activities.

Northern Ireland Act 1948 - Section 75
222 The Northern Ireland Act 1998 places on public bodies a duty o promote equality of
opportunity and this includes people with mental health problems and leaming disabilities,

The relevant text is:

“75. - (1) A public authority shall in carrying out its functions relating to Northern [reland
have due regard o the need 10 promote equality of opportanty-

{a) Between persons of different religious belief, political opinion, racial group, age, marital
status or sexual orentation,

(h) Betwieen men and women generally.

(c) Between persons with a disability and persons without.

{d) Between persons with dependants and persons withoul,

{2) Withoul prejudice W ils obligations under subsection (1), a public authority shall in
carrying out its functions relating to Northern Ireland have regard (o the desirability of

promating good relations between persons ol different religious beliel, political opinion or
racial groop.”



10
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STIGMA

Background

XL

3.2

23

- Fu ¥

Mental health problems atfect people of all ages, in all kinds of jobs and at all educational
levels. Often, the only way o know whether someone has mental health problems is i they
tell you. The majority of people are unaware of how many people with mental health
problems they know and encounter every day (it 13 estimated in Greal Britain that | in 6
people have o mental health problem at any one time),

Stigma is a reality for people with a mental illness or a learning disability and 11 is repomed
that how others judge them is one of their preatest barmiers 10 4 complate and salisfyving life.
Sociery feels uncomforable about mental health problems and i is nol seen like other health
problems such as heart disease and cancer. Due o inpecoracies and misundersiandings,
sometimes people have been led to believe that an individual with a mental illness has a
weak character or is inevitably dangemous.

We all have an idea of what someone with a mental health problem or a learning disability
15 like., bul society and the media have distoried most of our views and inlerpretations,
Mewspapers often portray people with mental health problems as “psychos”, “notters™ or
loony and news coverage focuses on the violence and mental illness. This type of language
distors people’s views and reinforces stigmi

A Survey ol the Stigma, Taboos and Discrimination Expenenced by People with Mental
Health Problems, Mot Just Sticks & Stones'(Jim Read and Sve Baker November 1996)
found that:

. A large majority (69% ) of people had been put ofl applyving for jobs for fear of unlar
treatmaent,

. Half (30¢% } of people felt unfairly treated by general health care services.

. Almost half (47% ) ol the people had been abused or harassed in public, and some
{14% 1 had been physically attacked.

. Aldmaost half (45%:) of people thought that discrimination had increased in the last 5
years compared with 18% who thought it had decreased,

. A third of people (34%) said they had been dismissed or forced o resign from jobs.

. A third (33% ) complained that their G had treated them untairly.

. A quarter {25%) of people felt at risk of attack inside their own homes and & quarter
(26%:) of people were forced w move home because of harassment,

. A Quarter (25% ) of people bad been turned down by insurance or linance companies,

. Admost a quarter (24% ) of parents said their children had been weased or bullicd, or
that they were afraid it would happen.

The Mental Health Foundation™s survey of people’s expenences ol stigma and discrimination
as a result of mental distress, “Poll Yoursell Together!” (20000 found thar:

- 7% had experienced discnmination in response o their own mental distress or in
response o that of a relative or friend,

11



3.6,

3L

. The fear of stigma and discrimination had prevented individuals from lelling others
about their own mental distress - 66% said that they could not well some people.

. The main sources of discrimination in response o people’s own mental disress wire
from within the family (56% ), and from fiends (52%), Many people referred o name
calling, labelling and unhelpiul instructions such as *Puoll Yourself Together”.

. Some people reported that they had not wld their family (42%) or friends (42%) about
their experience of mental disiress. People were afraid that family members would
nol understand or would be judgmental towards them,

. The workplace appeared 1o be the second most likely place (o receive discrimination
{30% 0. Aldack of understanding was most frequently cited as a reason for this, Some
respondents gave very serious examples of discrimination, including a number of
people who said that they had been dismissed or forced into redundancy, doeg to their
experience of mental distress. Pear of discrimination also prevented people [rom
disclosing demails of their menial health hisory on application Forms {e.p, for
employment and insurance b

. A significant number of respondents reported discrimination from their GPs (44%)
and other healthcare professionals (32% ) in responsg 10 their own mental distress,
" A number of people (19% ) reported that they were unable 1o wik 1o their GF aboul

their own mental distress,

Repeated surveys of learning disability in Ireland and Britain have highlighted how little
contact neighboors have with community residences or day centres (McConkey, 1986).
Peaple with leamning disability are stll perceived as belonging (o the learning disability
services and not as belonging w the community. Many community facilities for people with
leaming disability are separate from the community in which they are sited.

The *ordinary life” philosophy for people with a learning disability means people living in
ordinary houses, with support from paid staff. joining in neighbourhood leisure pursuits and
finding emplovment in local businesses (Suotcliffe, 19940),  Antagonistiic reactions from an
poarly informed public threaten the successful social inclusion of people with a learning
disability in the community. An informed community is an important oulcome in ils own
right. but more significantly it is & step wwards an involved community.

Qualitative Survey of Users and Carers

X8

In a Qualitative Survey of users and carers in Northem Ireland it was discovered thal it was
routing 1 not disclose mental health problems, for example tor jobs applications and driver
licences eic,

Where are we now?

39,

The Scottish Executive’™s National Programme for Improving Mental Health and Well-Being
has been working nationally and locally, since its launch in October 2001, 1o raise the profile
o, and 1w support further action in, mental health improvement (promedion and prevention),
Ly address the stigma of mental ill-health and to prevent svicide in Scotland. A National
Advisory Group, chaired by the Minister for Health and Community Care, was established
in January 2002 0 advise and steer the work of the Programme,

12



3.10.

In England, the National Institute for Mental Health in England (NIMHE) published a review
in May 2004, of what works 1o address stigma and discrimination on mental bealth grounds,
Thix key principles in tackling stigma were:

. Involving people with first-hand experience of discrimination and carers throughout.
. National programmes thal support locul achivily.

. Targeting specific andiences.

- Long-term planning and funding.

. Monitoring and eviloaton.

In June 2004, KIMHE launched “From Here 1o Equality®, o Gve-vear plan o twokle stigma
and discrimination. It is based on international evidence ol what works and brings together
agencies from the voluntary sector and Government, Thas programme will be nationally co-
ordinated, but will be implemented at regional and local level. Initial targel andiences will
be young people. the media, health and social care, public sector organisations, and private
and voluntary seclor organisations (see www.nimhe.orgauk ),

Recommendations

There is an ongoing need 1o monitor negative stereolypes within the community and (o
change the attitedes thut reinforee these negative slercolypes. Communitics need o be
educated 1o ensure the successiul social inclusion of people with a mental health problem or
a learning disability in their community

There is a fundamental need for a campaign 1o challenge the images thal communicate
negutive stereolypes. The campaign needs (© directly involve people with [irst-hand
experience of discrimination, targel specific audiences and monitor and evaluate its
effectiveness.

All service providers must be encouraged to provide information in a form that is understood
by peopke with mental health problems or a leaming disability,

There is a need w establish a group o address the stigma associated with mental health
problems and leaming disabilities,

13



14



4.

EMPLOYMENT

Background

4.1.

4.2,

4.3

4.4,

4.5,

4.6

4.7.

Long-term unemployment is both a key characleristic und a poimary ¢conomic cawse of social
exclusion and. in consequence policies to reduce work exclusion are crucial w creating a
more mclusive society,

Only 36% of disabled people are in employment within Northern Ireland compared o 77%
ol non-disabled (Northern reland Labour Force Survey: Autumn (Sep-Nov) 2004),

People with a learmng disability or mental health problems are more likely o be unemployved
than other people, The Northern Ireland Health and Social Well-being Survey 2001 indicates
that the unemployed were almost twice as likely to show signs of a possible mental health
problem (3095 as those in employment (165 ),

Data about disabled people from the Labour Force Survey show thar 628,000 adulis of
working age in Grreat Britain regand mental disorder as their main disability. Only 21 per cent
of these adults are in employment — the lowest rate Tor any group with disabilities (Office for
Nutional Statistics, Labour Force Survey, 2002},

Mental and Dehavioural Disorders are the largest diagnosis group (36.5%: ) Tor claimants 1o
incapacity benefits in Northern Ireland (Morthern Ireland Suommary of Social Security
Statistics 2004). Siatistics are collécted for both mental health and learning disahility
combined and il is nol possible 0 breakdown these lgures,

The Report-satety First: National Confidential Inguiry into Suicide and Homicide by People
with Mental Illness (2001 ) stated that in relation o suicide of people with mental illness in
Northern Ireland 6% were either unemployed or long term sick.

In England and Wales, the Social Exclusion Unit's report "Mental Health and Social
Exclusion’, Tune 2004, highlighted particular issoes concerning employment:

. Drue 1o stigma and discrimination fewer than four in ten employers would consider
ecmploying someons with a history of mental bealth problems., compared w more thin
81X in len Tor candidates with physical disability.

. Three-guarters of employers would not consider employing someone  with
schizophrenia, even though schizophrenia can be controlled with medication and
would not require phvsical adaplations (o the work environment,

. One-third ol people with mental health problems report having been dismissed or
forced to resign from their job, because of their previous psvchiatric history and more
than two-thirds had been put ofT applying for jobs Tor fear of unfair reaiment,

. There is anccdotal evidence of some employment contracts including, within their
definition of gross misconduct, clauses such as "if you become of unsound mind or
a patient under the Mental Health Act 1983 which would trigger instantl dismissal.



4.5,

4.9,

People with long-term mental health problems have the lowest employment rate of any of the
main groups of disabled people — according 1o the Labour Ponce Survey definiton only 24
%o are currently in work in England. By comparison, research from the US found that with
effective rehabilitation support, up o 58 % of adults with severe and enduring mental health
problems are able wowork using (he Individual Placement and Support approach,

Many people with a learning disability aspire o having a job and increasing numbers of
parents share this aspiration for their wendge sons and daughters. Tradidonally, the majority
ol school leavers from Severe Learning Disability schoals have been placed in day centres
commissioned by health and social services agencies.

CGrivnd Practice Examples

Southwest London and 51 George’s Mental Health YHS Truse:  In this service
Ocenpational Theraprists act as clinfcal vocational leads, working with specialist services o
increase aocess fo emplovment and education for clients. There is a vocational support
werker on each feam. Prior lo infervention > 60% clients Seriously Mentally 1l group were
not engaging in any work, education or structured activity, This reduced ro 20% after |
vear's experience on the programme. 858 people have specific vocational input in the period

Sfroeemt Nen, (1 — Now (02, After 1 vear 369 were involved in open emplovment.

Action Mental Health’s New Horizons and Accept: These services provide vocarional
framing, personal development and employment programmes to people with mental i health,
AMH s clients have a wide choice of programmes aimed at helping them lead inclusive lives
inn their communities and wherever poassible to find jobs. The training they receive is
accredited and enables them to acguire vocanonal skills ax well as regaining self-confidence
and self-esreem.  Emplovment preparation programmes include advice on job search,
completnon of employment application forms, imterview skiffs and work experience
placements. More than 1K) people are assisted each vear

Action Mentel Health’s Careers programme; The programme iy funded by Peace 2 momies,
provides help for people with a history of mental iliness whe ave in low paid jobs. 1t is
exsentially a career advancement progromme aimed originally at the Greater Belfast area
and more recently in North Antrim.  The programme enables participanis to acguire new
skilly ard compete successfully for better paid febs. More than 40 people are assivied each
Vedar

The programme operates in partmership with emplovers who have given their full support,
Emplovers are given advice on how to make adjustmenis for peaple with mental ill health and
heow their protential might be .'a'e'l.'m'r.f.led. Empilovers are alvo advised on how to raise
awarenesy of mental health isswex amongst their worldforce. In this way mindsets are changed
and the stigma aitached fo mental illRess (5 reduced.

User perspective

Catherine works parrt-time for Dunnes Stoves in Newryve She gy worked for Dunnes since

1998,

16



As a member of Mencap's Novithern Ireland Board Committee, Cathering guides and Supports
the work of Mencap in Northern Ireland - a voluntary organisation that provides o range of
services, supports a membership network of over 60 local groups and campaigns for egual
chances for people with a learning disability.  Catherine s Vice Chairperson of the
Committee and of Mencap in Nerthern [reland, Catherine also chaired the 2005 Mencap in
Northern freland conference, which was atfended by over 130 peopie.

Catherine is Chairperson of Mencap's Southern District Commitiee. The District Caommiittee
hrings together evervone with an interest in learming dizsabilivy to find our about local needs
and fo campaign on issues in the area.

Catherine plays an active role in the current Review of Mental Health and Learning
Dizabiliry - av a member of the Learning Disability Working Commirntee and as a member of
Egual Lives, a group of people with a learming disability, established to advise and inform
the Review,

Talking about the Review af Mental Health and Learning Disalility, Catherine has said "It
is impartant for me o speak up and be a vaice for all people with a learning disabilivy. | hope
that, together, we can change other peaple § ideas on wihat people with a learning f.l':'.'rdhf!.l'!'_f
can do”,

Qualitative Survey of Users and Carers

4. 10

4.11.

4.14

4.15.

A Qualitative Survey of users and carers in a number of veluntary organisations in Northern
Ireland (Annex 2) wdentilfied a number of cmployment tssues [or mental health users,

The Survey identified that there is e suppornt for employees with mental health prohlems
and that employers are not equipped to identify orf deal with people with mental health
prohlems.

There are few emplovers that have policies on promoting good mental health in workplace.

There is a fear of discimination by employers, which leads o people not informing their
employers of mental bealth problems,

The survey identified that the bepelils svsiem is a major risk in moving w employment. 1l
is difficult to get benefits in the first place. I a person in receipt of benelits gains emplovment
and gives up their benetits, but then becomes unwell again, their benefits may not be renewed
or they may receive a lower level of benefit than before, These risks can inhibit people from
secking employment,. Therne have been recent improvemenls in social securly mles, but the
rales remain complex and a barrier to people moving from incapacity benefit into work.

Employment opportunities are normally limited to low skill work, While people from all

wilks in life, representing the full specirum of abilities and skills, can suffer from mental
health problems, il can be extremely dilfcult W retom o their previous jobs,
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Where are we now?

4.16. One of 4 key strategic areas for the Department for Employment and Leamning (DEL) is
‘Helping People into Work”, DEL has a particular focus on assisting people with disahilities
(o prepare for work., 10 oblain and retain employmenl. DEL has a dedicated Disablemend
Advisory Service (DAS) to provide an employment service specilically for people with
disabilities. The service is provided through Tobs and Benefits Offices and JobCentres, and
is supported by an Oecupational Psychology Service. The service is pan-disability, and
includes a good deal of actvity as suppont for clients with a leaming disability and mental
health problems. Itis the role of DAS o]

. Provide an employment service for adulis with disabilities who need special help,

. Help disabled people find and retain employment and to support them with 4 range
of programmes, tlored w meet their neads,

. Help emplovers retain disabled people in work and develop employment policies in

ling with the Employment Right of the Disability Discrimination Act 1945 (DDA ).
4.17. The main activities in¢lude:
Working with Employers
. Visiting emplovers o promote the abilines of disabled people and 1w secure
employment opportunities.
. Promoting the range of TDAS help available. including New Deal for Disabled People
{NDDP), Access o Work (MDD and the Job Introduction Scheme.,

. Advising on the retention of disabled employees in the workplace.

Working with Disabled Aduolts

. Maintaining an acive caseload of jobseekers and, throwgeh an action planming process,
providing help to enable the client lind suitable employvment or training placements.

. Lstablishing rapport with disabled jobseekers in order o help them reach their full
potential in the workplace.

. Acting as New Deal Personal Adviser to disabled clients in the 18-24 vear old, 254
and 504+ programmes,

. Working as New Deal Personal Adviser for severely disabled clients, who are part of

the NI targer group and give them benefits information using the Integrated
Benefit Information Svstem ([B1S).

. Providing appropriate help under the Access o Work (N1 scheme.

. Providing support under the full range of DAS programmes Lo, Employment Support,
Job Introduction Scheme. MDD, Access (o Work (NI specialist training, emplovment
dssgssment,

Working with Voluntary sector/Thsability sectonHealth Professionals elc.

. AN works very closely with this network, throwgh a programme of visits,

13



Jub Clinics

presentations etc Disablement Employvment Advisors (DEAS) establish contact with
the above sectors in their local arcas o encourage referral of people with disabilites
who want and need the help of DAS to find, keep or prepare for work.

Tob Clinics are a partnership between DAS, Action Mental Health and Occupational
Therapists (OT) in various HSS Trosts, They exist o help people with mental health
disability progress through troining and where appropriate into employment.
JobClindcs aim w0 pool the expertise in the three panners involved o best meel te
needs of the client Professional medical advice and employment assessment are
accessed guickly through this system, The main referral agent is the OT although
any of the partners can raise refermals, The parners have agreed defined roles within
TobClinics and work through a Seering Group made up of key representatives from
cach of the member organmisations.

Vocational Training

DAS provides funding for a range of vocational training which is delivered by a
number of disability orgamisations. DEL also offers the Jobskills programme which,
through Jobskills Access, has particular support for young people facing particular
difficulties, including disability,

Strategic Dialogue with Disability Sector

DEL has initiated a strategic dialogue with the disability sector about the programmies
and services offerad by IDAS, The Dialogue is being led by a Steering Group, which
includes organisations representing people with learning disability and mental health
problems, providing excellent opportenities for relevant organisations to help to shape
provision,

4.18.  The development of vocational training and the mtroduction of Suppored Employment 1o
Northern Ireland have opened up new possibilities for improving the employment prospects
ol people with a mental health problem or a leaming disability:

The Department for Employment and Learning's IDYAS provides assistance (o people
with a disability 10 access employment. Progeammes on offer include Access 1o Work,
Employment Support, Job Introduction Scheme and NDDE. Mainsiream programmes
like Johskalls and Workirack are also available. Significant numbers of voung peaple
wilh a learming disubilily enter the Jobskills Progrmmi,

Access to these programmes can be limited by factors such as admission criteria.
outcomes required, duration of the programme and the patiem of provision,

There has been considerable growth in Supported Employment in Northern Ireland
over the 1ast decade. The Northern Ireland Union of Supporied Employment hias over
15 non-statutory agencies in ils membership und many other day centres ane involved
in this work. A number of other approaches to securing paid work have also
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4.14.

4.200,

developed incloding vocational training and social enterprises. Evaluations of such
schemes have evidenced the benefits o individual participants. although few of the
trainges had made the transition o paid work, European monies from either the
Building Susiainahle Prosperity or Peace Programmes have lunded most of this
provision, Urgenl consideration needs 1o be given 0 mainsireaming the funding and
the learning.

A range of external factors impinge on the potential for men and women with a learning
disahility gaining employment including: inflexihle rules in relation o benefits, absence of
clear intra-agency parnership and low expeclations,

Department of Employment and Learning and the Social Security Agency are currently
piloting *Pathways to Work". This work gims o encovurage and support those people with
long term ill-health back o work, Major reform (o Incapacity Benefit is doe o come on
stream during 2008, The recent Department of Work and Pensions green paper ©A new deal
for wellare: empowering peaple to work” recognised the particular difficulties ltaced by
pecple with mental health problems or 4 learning disability, There is, however, litlle detail
a5 1w how the new arrangements will specifically work for people with mental health
problems or learning disabilities.

Kecommendations

o

The Labour Force Survey (2002} indicated that only 21% of people with a mental health
problem or a learning disability are in employment vet research from the US found that with
ellective rehubilitation support, up o 58 % of adulls with severe and enduring mental health
problems are able to work using the Individual Placement and Support approach. Thenetore
the Morthern Ireland target should be at least 50% ol people with mental health problems or
i learning disability should be in full Gme employment

Employment Advisors shoold work with community mental health eams and communily
leaming disability teams to provide pathways 1o emplovment.

FEuropean monkes have funded a number of supported employment positions and Departments
should mainstream this funding, where it has been shown to achieve positive outcomes,

Permitted work rules for Incapacity Benefit and Severe Disablement Allowance should be
[urther improved, simplified and promated effectively 10 reduce the barter from moving
[rom benelil o work. Retuming o work shoold be on a voluntary basis and people should
nol he disadvaniaged if iheir condition changes and prevents them from continued working,
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5.

HOUSING

Background

5

L
bed

=

The Office lor Mational Statistics reporl, “Beter or worse: a longitedinal study of the mental
health of adults living in private households in Great Britain™, 2003, has provided estimates
lon the prevalence of mental disorders among people aged 16 o 74 years living in privale
honseholds, The survey included evidence of neurotic disorders, psyehotic disorders, alcohol
problems and drug dependence. In this study, the proportion of adults found to have at least
one neurolic disonder was 17% and the Ggore Tor assessed psychotc disorder was 0,4%:,
People who were of lower socio-economic status were less likely 1o recover from common
mental disorder, as were the long term sick and disabled and the unemployed. The study
found an anneal incidence of suicidal thoughts of four per cent overall (three per cent among
men and five percent among women ). Incidence was highest among 16-24 year alds, 10 per
cent of them reported omsel of suicidal thoughts compared with -6 per cenl of those in other

age groups.

The COINS Survey collected data on the housing and household characteristics of people with
mental health problems. The findings give an overall picture of housing status and reveal
some key difTerences between people with mentad disorders or substance dependency and
those recorded as having no such disorder or dependency. The findings are contained in a
separate feporl, *The Secial and Deonomic Circumstances of Adults with Mental Disorders”
{Meltzer, H. 2002), the main findings being:

. People with a mental disorder or dependency were moech more likely o be living in
rented accommodation (38% compared 10 24% in the no disorder group). Among
those with a psychotic disorder, almost two-thirds (62%) were in rented
accommaodation and just under halt (49% ) were Living in accommodation rented from
a housing association or local authority,

. People with o mental disorder or dependency were more likely o be single, divorced
or separated and less likely to be married. The group with a probable psychotic
disorder had the highest percentages af divorced and separated people: 265 and 7%
respectively, compared with the sample average of X% and 3%.

. Lone parents made up 9% of the group with a nearotic disorder, compared 0 4% of
the no disorder group, Among thiose with a psychotic disorder, 43% wene living in a
one-person family unit (which includes certain types of shared household), almost
three imes the rate for those with no disorder (15%:), While 38% of people with a
psychotic disorder actually lived alone, the figore for the sample as a whole was only
125,

. People with a disorder werne more negative than the oo disorder group about the
standard of their accommodation: 11% and 5% respectively said they were very
dissatisfied. Those with a disorder were also more Hkely 1o describe the state of repair
of their home as poor: Y% compared with 4%, The most frequent complaint about
housing was lack of space: this was reported by 20% of all respondents and about
30% of those with o neurelic disorder,

. B of people assessed as having a mental disorder fell that their health was made
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worse by their accommodation, compared with 2% of the no disorder group. This
figure increased o 14%: for those with a probable psychotic disonder.

. Arouond 12% of people with a mental disorder had doubts about the security of their
accommaodation (1.e. whether they could stay there indefiniely), compared o 6% of
the overall sample. Thée main reasons given [or [eeling insecure were: [inancial
problems (20% ); lease running out (18%); illness (14%); domestic problems (8% );
and problems with the landlord or agent (79 ).

Poor housing, housing insecurity and homelessness have also been shown (o have a profound
impact on mental illness and mental health service vse. Research evidence soggests that
poorly howsed and homeless people have more serous mental health problems and require
maore intensive service support, including more frequent hospital admissions.

Having a home is a basic human need. The Audit Commission (19%94) found that:

. Poor howsing is particularly common among people with mental health problems,
. Mental illness is a frequent cause of enancy problems and enancy breakdowns.
. Poor howsing and inappropriate accommaodation can lead o the development or

exacerbation of mental health problems.

Suitable accommaodation is a fundamental clement of effective services W support people
with mental health problems or learning disability. A number of principles need to be
considered in order to ensure an appropriate range of accommaodation and support:

. People with mental health problems or a learning disability should have a choice of
the type of accommodation they wish to live in. This has to be balanced in relation
1o the degree of risk posed o themselves or others,

. Assgssment of accommaodation needs should be a component of an overall
AssessMEn,

. Support for people receiving mental health services should be available (o people
with mental health problems or & leamning disability regardless of where they are
accommodated.

. Providers of accommodation should receive training and should be supported

regardiess of whether the accommaodation is statutory, voluntary or private.

People with menmal health problems or a learning disability generally want the same Kinds
of housing that evervone wants and not housing that is identified as mental health or learning
disability housing, however, the evidence indicates that this i1s nol happening.

The provision of groop housing for people with mental health problems or a leaming
disahility necds to be re-considered becaose of the danger of becoming instimotionalised, like
the long-stay hospitals of previous generations. Specialised housing can stipmatise people
with a leaming disability or mental health problems preventing successtul integration into the
community.

supporting individuoals in suitable housing in ordinary settings will help them gain access (o
a wide range of mainstream services and resources,
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5.13.

People who require suppor o stay in their own or rented accommodation may requoire
essential support al a practical level 1o ensure the maintenance of the wnancy, ¢.2. home
help. mental health support workers, learning disability support workers, Those who need
respite on a shori-stay basis to prevent acute admission may require emergency or non-
emergency respile. Non-emergency respile may be reguined e accommodale people whiose
mental health is deteriorating and whoe require input from experenced stafl over a period.

Crisis diversion/non-hospital accommodation may be provided as pant of Crisis Response (o
prevent inappropriate admission © hospital,

People with challenging behaviour require specialist facilities with high statfing levels. Itis
important that the lavoeut of the accommaodation provides adeguate personal space and there
i% aocess W daytime occupations and inensive saff support. Sl equire specialist training
in relation 1o dealing with challenging behaviour and potential violence.

Homeless people and rough sleepers present particular challenges, A recent study in Belfast
identilied some Kind of mental healih problems among 86% of single homeless people,
(McGilloway 8, Donnelly M {1996). *Don't Look Away®. Homelessness and Mental Health
in Belfast. The Health and Health Care Research Unit, Queen’s University. Belfast).

Homelessness may have been caused or exacerbated by their mental health problems. Some
may have been rejected from accommaodation as a result of their mental illness or degree of
challenge posed to staff. Some may have become displaced becavse of their mental health
problems. Many have dual dingnosis. It is essential that homeless mentally ill people have
ACCess 0 minstream services al primary and secondary care level, Accident and Emergency
Services provide an important access point o care lor homeless mentally ill people. Good
communication beiween generic and mental health services is essential il effective
interventions are (o be made.

Discharge protocols in mental health services in Northern Ireland reguire Curther relinement
o ensure that people leaving mental health tacilities have appropriate accommodation on
discharge. Close co-operation is required between Housing and Mental Health Services,

Learning Disability

S.15

316,

MNearly all children with a leamning disability (up to 1% years of age) live in family homes
either with natural, adoptive or foster parents (McConkey, Spollen and Jamison, 2003),

Adults with a learning disability in Nonhern Ireland live in the familvfown home (795 ).
residential home 179% ) or hospital (4% ),

The bulk of people Tive with Tamily carers (66%), although a small proportion have their
own accommaodation (105 ) or live with a spoose/partner (3%). Around 450 are resident in
hospitals (mosily learning disability hospitals) and on average will have lived there for 20
VUdrs,
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5,08, Nearly 1900 people are in some [orm ol residential provision and have lived there for around
8 years on average, Comparable fGgures across these 3 forms of provision for the Republic
of Ireland (Health Research Board, 2003) are: hospitals (4%); residential services (5 day and
7 day) (39% ). community (57% ).

5.1%  In Great Britain. an estimated 63% ol adults live in private households and 37% in some
form of residential accommaodation. The numbers living in long-stay hospitals are now less
than 1% (Kavanagh and Opit, 1999}, This data suggests that over twice as many adult people
are in residential provision in Great Britain and in the Republic of Ireland than in Northern
Irelund.

Qualitative Survey of Users and Carers
5.20. The Qualitative Survey of users and carers in a number of voluntary organisations in Northern

Ireland identified a lack of knowledge aboul housing services [or people with a learning
disability or mental health problems.

L
Fdk

It also identified a lack of local choice in the type of supporied housing available and the
ahsence of a seamless service between Housing and Social Services.

Crownd Practice Exampie

Following a successfud pilot scheme, the Multidisciplimary Homeless Support Team (MDHST) was
set up in Belfast (2005} and managed by Extern, a voluntary organisation. It is funded by the
Newthern Ireland Housing Executive, Health and Social Services Trasts, the Eastern Health and
Social Services Board and the Probation Board for Northern freland.  This ream covers multiple
disciplines including learning disability, addiciion, family and childeare, young people. older people
andl has incorporated a floating sappor? element, to sustain those wha secured tenancies.

The focus of much of the wark is with peaple with mental health prollems, The 2005006 stavisifcs
highlight thix, with 330 af the toral 1070 veferrals having menral health profblems as o primary issne
and an additional 373 having mental health problems as a secondary issue. The MDENT las alvo
received 33 referraly for clients with a learming disability ax a primary isswe.  In many cases, the
issues are very complex and the clients have been excluded from maditional service provision,
advocacy and negotiation along with a commitment to sappord the client continues to be a mejor part
af the Team's snccess,

Having a cleser relationship with the Housing Executive has made a significant impact for the
service users with assessment, planning and suppori being co-ordinated earlier and more effectively,
m:.'u.l'r.l'.r:g in more suitable and sustaimable accommaodation being lircated. The team iy more than a
houwsing assessment team; the focus is on the individueal client need.

Where are we now?

5.22.  The Depariment for Social Development {12812 is commitied to providing more information
in a form that is understood by the recipient.



543,

3,24,

5.25.

3.26,

. To foster better communication between all those involved in providing services.
. To attempt to get supponted housing provided as an integral part of general housing
Provision.

To continue to involve the complex needs tenants in all areas of the service, the Northem
Ireland Housing Executive (NIHE) is responsible for establishing the needs of enanis.
incloding muaintaiming & waiting list for complex necds wnants, having asscssod those
requirements. Supponed Houosing schemes for people with an array of special needs. bul
including those with mental health or learning disabilities, form an integral part of the Social
Housing Development Programme (SHIDP). Certain Hoosing Associations actively (ry 1o
develop schemes which mix general needs (e.g.. families) with dwellings for people with
specinl necds, cop., mental health or a learning disability.

T continue 1o break down basriers in the community, in lerms of housing, forms part of the
consultation process carried out by Housing Associations in helping the community (o
understand the need for schemes for people with mental illness or a learning disability (and
indeed other special necds),

To foster betler communicalion between all those involved in providing services, regular
meetings take place between all parties involved in the delivery of the SHDP {NIHE, DSD,
Housing Associations and DHSSPS) in order to secure fanding for Supporting People. which
i5 key in the provision of support for people with these special necds,

The Department Tor Social Development has been leading on a cross-departmental cross-
sectoral working group, set up to consider homelessness in the context of Promaoting Social
Inctusion, This report details a number of recommendations which address the needs of
people who are homeless, including those with mental health problems and lcaming
disahilities.

Recommendations

9.

1.

11,

S0 and howsing providers should develop a housing stmategy to ensure people with mental
health prohlems and leaming disabilities can. where possible, live in the accommodation of
their choice, subject 1o normal Ninancial constraints,

People with mental health problems or learning disahilities should have the choice o live
independently but the use of specialised groop housing has a role to play, for example as
step-down accommodation after leaving hospital.

DS should ensure participation of people with mental health problems or a learning
disahility in the planning of housing services
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PERSONAL FINANCE

Background

6.1,

6.2

6.3

.4,

6.5,

People with mental health problems consistently identify personal finances as a major source
of difficalty and distress (Davis: 1996; Dick: 19%4:; Dann: 19949 Matthew Trust: 19497:
Morgan et al: 2001; Rose: 1% Sayce: 200d1), Key lactors contributing to this sifuation
i,

. The impact of poverty and social exclosion on mental health and well-being.

. The high levels of benefit claiming amongst menial health individoals.

. The stigmi of mental illness with institutions concerned with personal linances.

. The ways in which the stigma, discamination and the impairments experienced by
people with mental health prohlems impact on access [ and management of personal
finances.

The association herween mental ill-health, poverty and deprivation is well established.
People living on incomes below the average wage are twice as likely o develop mental
illness as people on averuge and higher incomes. High socio-economic status has been found
10 decrease the likelithood of experiencing serions depressive episodes. Adulis in the lowiest
social class are four times as likely to experience this form of mental distress compared with
adults in the highest social class (Howarh et al: 189 Gordon et al: 2000; QNS: 206Kk
Palmer et al: 2002: Payne: 20000, Surveys of people with mental health problems have
confirmed that the majorty of individuals Bve on low incomes and consider that their mental
health problem has contributed to their income level {(Dunn: 19949 Hoeman & Chapman:
1949%; MIND: 199%; Morgan et al: 2001 ).

People living in economic hardship on a long term basis are more likely to be sulfering from
climical depression than those living in more comfortable cconomic circumstances (Lynch ct
al: 1997, Amongst adolts of working age, research has found that mothers living in poverty
are particularly vulnerable to mental 11l health, the volnerability of this group of women
increases when matenal deprivation s combined with low social and personal support (Baker
& Taylor: 1997: Hoberaft & Kiernan: 1999; Manghan and Lindelow, 1997).

Social security benefits are the major form of financial support for over 73% of UK adults
ol working age who find themselves faced with mental health problems for shor, long or
recarring perinds of their lives. (Labour Force Survey: 20612,

A range of benelits relating o income, mobilily, care and housing may be relevant o
individvals with menul health problems, The current syvstem is not flexible cnoogh to meel
the income needs of people whose mental health condition varies over time. Citizen Advice
in Britain raised a number of concerns about the inadequacies of the medical assessment
system in research published in 2005, The assessment ol incapacity and disability in the
hienefil sysiem poses particular problems for people with mental health problems (Davis &
Beweridge: 1997; Hirst & Sainsbury: 1996; Sainshury: 1995). The interaction between
income related and non-income related benefits is also an issue that is not fully recognised
by Government policy in this arcea.
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Evidence suggests that while people with mental health problems who claim benefils face
many of the same difficulties as other claimants, they are disproportionately affecied by the
complexities of the benefits system. (Bird et al: 20013, Each benefit claim made requires the
completion of lengthy forms at regular intervals. to establish eligibility, the production of
evidence Lo supporl each claim and the submission of additional information abowl changes
In circumstances. The focus, investment of ime and energy required by these procedures is
considerable,

People with mental health problems when asked to describe some of the common physical
and behavioural elfects of having a diagnosed mental ilness mention - lack of motivation and
interest; fear of making contact with people and leaving home: paranoa, feelings of
hopelessness and despondency: problems of concentration, confusion, permanent feelings of
anxiety and worry (Ritchie et al: 198%). People with mental health problems with these
commaon behavipurs find it difficult to meet the ongoing claiming requirements of the benefils
Ryslem.

The evidence of the under-claiming of benefits by adulis with mental health problems from
LK studies and initiatives demonstrates one of the negative oucomes of the lack of accessible
information. advice and support (Keenan: 1995: Matthew Truse 1% Pacitid & Dimmick:
19496). The lactors which contribute 1o this siteation include the low priovity given o this
area of work by mental health and benefit agencies (Bird et al: 199%; Sharpe & Bostock:
2002) and staff in mainstream advice and benelit agencies experiencing difficulries in
understanding and communicating with peaple with mental health problems (Bird et al: 19%98;
Regnier: 1996). “Advice in Mind" produced by Citizen Advice Northern Ireland in 2005
illustrated the need lor and imporance of people with mental health problems gelling access
o pood quality advice.

User based evidence from national and local survey work testifies to the discrimination,
trauma and exclusion experienced by users in contact with such agencies (Beresford et al:
2000, Davis & Beueridee: 1990; Dunn: 19949),

The Mectwating nature of mental health conditions, the changing wse of hospital and
community based services and life changes can destabilise the secority of the weekly benefil
income paid to people with mental health problems.

Evidence of the financial exclusion of people with mental health problems can be tound in
the reports and campaigns of advice, legal and national mental health charities as well as
surveys of pser experiences. For examplie, a 1996 sorvey of mental health individoals found
that 25% of users had had the experience of being urned down by a finance or insurance
company. Evidence submiued o the 1999 MIND Inguiry inte social exclusion and mental
health problems led the inquiry panel to state that lack of access to banking services is a
commaon problem for mental health individuals, and a key determinant in social exclusion.

People with mental health diagnoses report problems in obtaining insurance cover for a range

ol iems including motor, e, wavel, payvment protection and health insurance (MIND: 200073,
It appears o be common practice in the insurance industry to either refuse cover where the
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f.15.

consumer is known 1o have a mental health problem or 1o ask people with mental health
problems W pay increased premiums (ARL 2001, Marks: 2003; MIND: 2000},

In addition, some people with mental health problems who do have insurance repaort
dilliculiies in gelling insurance companics W make paymenls in situations where mental il
health is seen to be a factor. Evidence from advice agencies and mental health organisations
suggest that this response can affect a range of life areas e.g.. being unable o claim payment
protection designed to help consumers meet their credit and loans commitments when they
experience an unexpected reduction in or loss of income due o il health or redundancy, or
being unuble w draw on insurance W cover mofgaee pavments when income is losL

The current strategy Tor social security is “work for those who can, security for those who
cannot’. As a resolt, a considerable effort has been pul into encouraging the long-term sick
and disabled back into work, but the current strategy contains an element of compulsion.
People on Incapacily Benelit who Fail o attend interviews can be penalised by Joss of benelil
Or Incapacily statos. This fails to acknowledge the pressure having to attend such inlerviews
can cause for someone with a severe mental illness,

Medical assessment is a regular feature of establishing and retaining entitlement o key
disability benelits inotably Incapacity Benelit and Disability Living Allowance) and the
quality of such assessments has been subject o signiticant scrutiny.  Rushed assessments.
lack of knowledge of mental health problems, disheliel of claimants, a disregard of specialist
evidence and cultural insensitivity are net uncommon experiences. A report on the Social
Security Agency’s Medical Referee Service by the Advice Services Alliance in 2(H2 was
also eritical of the quality of assessment and sensitivily of some doctors, The Social Security
Agency (Northern Ireland) has recently announced a review of the Medical Reteree Service.
This could usefully lead to greater use of occupational nurses and mental health specialisis
{medical and non-medical). This review was suspended and never completed.,

Easing the Tramsition to Work

f.16.

6.17.

People with mental health problems who have been on benefil for long periods often need
intensive support 1 get back o work. The current social security system does not allow for
a continuum that would enable a person 1o move gradoally through voluntary work (o part-
lirme work and full-dme work or o sty al one level for a prolenged period iC appropriae,
The Government has improved exibility within the Social Security system [0 encourage i
return o work, but the current arrangements are complex, fragmented and not easily
understodsd by claimants.  An understanding of the arrangements reguoires exensive
knowledge of social security and concerns have been raised that a move into raining or wiork
rizgers o review on the assumption thal a person’s conditon has improved., This is a
disincentive to rehabilitation through work or training.

Improvements have been made w elaim forms in recent years, but there is a considerable way
o g0, The claim form for disability living allowance remains complex and significantly
orented wwards physical impairments. The claim (orm Lo Incapacity Benelit has an open
guestion about mental health with no guidance as o the information required.
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The Social Security Agency is moving wwards providing preater support © assist with claims
lor disability benefits, Tt has also worked with the veluniary sector o look ar ways of
enhancing 1ts customer service o particular groups (for example, physically disabled people
and ethmic minorities). A similar exercise working with voluniary sector and other interested
parbes o axamine cuslomer service issucs [or people with mental health problems would be
a welcome development.

There is a need o ensure that all those invalved in frontline benefit administration and
decision-making receive mental health awareness training that incorporales interaction with
people with mental health problems, This also applies © the Medical Beleree Service
personnel. as well as chairpersons and members of The Appeals Service (NLL People with
mental health problems should have access o an independent dedicated advice and advocacy
service 1o deal with social security problems,

Cualitative Survey of Users and Carers

6.20.

G.21.

6,22,

The Qualitative Survey of users and carers in a number of voluntary organisations in Northern
Ireland identified a lack of competence of some Social Security stall in recognising customers
with mental health problems.

There was no specific training tor staft dealing with people with mental health problems or
a learning disahiliny,

Users identified difficulties with complex benefit forms and of undersianding the complex
legistation of benefit entitlement

Where are we now?

G235,

f.24.

f.26.

6.27.

The Social Security Agency provides a number of benefits including Disahility Living
Allowance, Alendunce Allowance, Incapacity Benefil, Carers Allowance, Income Supporl,
Pension Credit and Social Fund pavments.

The Social Secority Agency provides a Disability and Carers Service, which provides
improvements 10 make services more accessible including provisien of Disability Benefit
Advisers, This pilot is ongoimg, providing outreach service and laking an holistic approach
1o prowiding information and advice on benelits.

The Social Security Agency’s Incapacity Benefits Branch has a Customer Care Team, which
can deal with the needs of different customers, The Agency also provides awareness sessions

in special schools and presentations (o bealthcare professionils,

The Social Security Agency has created a Direct Payment information bookler, produced in
partnership with Mencap.

Jobs and Benefils OITices have Disgblement Employment Advisers and Social Securily
Oifices have Customer Enguiry Teams.
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Kecommendations

12,

14,

I3,

16,

Independent advice and advocacy services should be embedded in mental health and learning
disahility services to help support and enable people with mental health problems or a
leaming disability (o ive independently with dignily and 4 good guality of lile. both in and
out of work.

There should be partnership schemes between Government, commercial companies, housing
associations and credit unions o extend insurance cover and other financial products and
services 1o Onancially excluded people with mental health problems or o leaming disability,

The Social Security Agency should work with the voluntary sector and other relevant
organisitions o examine customer service issoes for people with mental health problems
and/or learning disability.

Social security Agency decision-makers. Medical Referee stall, front line benetit stafl and
the Appeals Service (NI) chairpersons and iibunal members should recgive more in-depth
mental health and learning disability awareness raining.

Financial institutions should review their policies (o ensume thit they treat people with mental

health problems or learning disabilities no less favourably than they reat others in order (o
comply with the Dhsability Discrimination Act 1995,
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7.

EDUCATION

Background

T.1L

T

T

T4.

Education and Library Boands (ELBs) und Boards of Governors ol schoals have a statulory
responsibility 10 make special educational provision for pupils/children who have Special
Fducational Needs (SIEN), Achild has Special Educational Needs as defined in the Education
{Northern Ireland) Oreder 1996 if hedshe has a learning ditficulty which calls for special
educational provision to be made. The Order goes on (o define “learning difficulty” as
mieaning a child wha;

al, Has a significantly greater difficulty in leaming than the majority of children of hisfher
age.

b).  Has a disability which either prevents or hinders him/her from making use of
cducational facilies of a kind geoerally provided or children of histher age in
ordinary schonls.

ch Has not attained the lower hmiat of compulsory school age and is, or would be if
special educational prowision were not made for himdher, likely w fall within a) or b)
above when hefshe is of compulsory school age.

Actual provision will depend upon the individual needs of the pupilfchild and can be made
in a variety of setlings ranging from mainstream schools, special unils atached w mainstream
schools or special schools and in some cases in the home. Again the 1996 Order defines the
lerm ‘special educational provision” as;

ak In relation to a child who has attained the age of two vears, educational provision
which is additional 1o, or otherwise different from, the educational provision made
penerally for children of hisfher age in ordinary schools

k. In relation woa child under that age. edocatonal provision of any kind. The ELBs
have a statutory power (o make special educational provision tor children with
Statements of Special Bducational Needs, in order o meet the individual needs of the
child. ELBs are responsible for the decisions about making, maintaining and ceasing
to maintain Statements. There is a statutory right of appeal o the Special Educational
Needs and Disability Tribunal about ELB stalementing decisions,

According 1o the 2004 Annual Census of Schools, there are some 25,646 pupils with learming
ditficulties on SEN Registers. In terms of inclusion, and looking at the full range of pupils
with SEN, there are 63% of pupils with Statements in mainsiream classes or units. This
[gure has increased [mom 3995% in 2000,

In order o effectively meet the SENs of pupils with o learming disability or mental health
problems, strong partnerships between the health and education sectors are required. Thiose
pupils with a learning disability require bath tailored educational input and input from a
runge of Allied Health Professionals (AHP)Y, There are existing pressures on the provision
of AHP services 1o meet the needs ol pupils in special schools or unit settings. It could be
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1.3,

1.6

L

T.8.

1.9,

T

anticipated that pressures might increase in future years, as both the number and percentage
of SEN pupils educated in mainstream setlings increases in light of the greater emphasis on
the right to mainstream education as a result of the Special Edvcational Needs and Disability
Order 2005 (SENIX)).

For pupils with mental health problems, support from mental health protessionals is vital in
order o sustain school placements, in whatever sector and o provide support For eachers as
well as pupils.

Education and training relates o activities compatible with both vocational owtcomes and
personal development.

Effective links o volumtary work and organisations such as Further Education Colleges,
Educational Guidance Service for Adults and the various job brokers and training
organisations will expand the opportunities [or people with severe mental health problems.

some individuals will require considerable support in order (0 ACCeSs MAINSIrgAm services.
Supported education initiatives for employment or leisore services have been shown o be
effective in relation to health gains for people with more enduring mental health prohlems.
The key worker should maintain overall responsibility [or the client with the health services
taking the lead in providing and promoting emplovment opportunities.  Studies have
emphasised that the positive effects of paricipating in college activity i.¢., having structure
o day, raining strengths and skills, developing self identity and social inclusion need o be
halanced with possible negative effects. Sensitive, needs-led. flexible support must he
maintained 10 réduce anxiely and alleviale barriers 1o engagementl.

Assessment of an individoal’s occupational performance, exploration of vocational goals
and networking with local service providers is currently being performed by many
Community Mantal Health Teams (CMHT) within Northern Ireland. However, many ieams
do not have access w0 OT expertise or when present in weams they are engaged in generic work
due to high caseload numbers amongst multi-disciplinary team members,

There is scope for development of opportunities for men and women with a learning
disablity within Further Education (FE) in Northern Ireland.

. Significant varation exists across colleges in the number of students with a learning
disability enrolled as a proportion of the student body ranging Irom 1% - 13% in
2002. {Department for Employment and Leaming 2002, FSER Snapshots)

. Average level of enrolments appears o be lower in Northern Ireland, 4.1% in 1099,
as compared with 5.7% in England.
. The number of students enrolled on full-ime courses is also lower, 32% in 2002 in

Northern Treland (ranging from 1095 0 67% across the Colleges) as compared with
45% in England in 1999, ( Depantment for Employment and Learning )

- Concerns exist about the lack of progression from FE provision: students not able (o
gain accredited awards from their study; the lack of links with job raining and work
experience; students repeatng the same course content in subsequent years.



[t is encouraging that siudies in Northern lreland have highlighted a range of
initiatives thal are affording positive opporiunities for young people with & learning
disability 1o be involved in activities within the FE sector, This provision points the
way lowards the positive outcemes that might be achieved if such opportunities were
more widespread and consistently available,

Oualitative Survey of Users and Carers

T.11.  The Qualitative Survey of users and carers in a number of voluntary organisations in Northern
Ireland identlied the following issues:

Teachers not well equipped 1o deal with emotional and mental well-being issues.
Lack of awareness by children (e.g. bullying by children of other children with a
relative who has mental health problems),
Falling behind in education because of mental health problems,
For pupils, physical education is compulsory. bul not education in emotional and
mental well-being.
No systems or procedures in place for dealing with peeple with a mental health
problems.
[MlTiculty in oblaining and wailing Gme [or assessments (although with statulory
assessments. ELBs have a period of 26 weeks. subject to certain exclusions. to
produce a final Stalement, non-slalulory assessments are subject o resources being
available),
Private psychological assessments not allowed. (While priviale assessments are
allowed, they are nol allowed W access provision carlier than would have ordinarily
been the case.)
Availability of concessions regarding ransler (esn.
Additional stress cansed by the ransfer sl
Lack of counsellors,
Extremely dillicult o access mainstream edocation for children with leaming
disabilities {e.g. the Independent Panel for Special Educational Advice. a voluntary
afganisation exists with the sole purpose of assisting parents’ access mainsiream
education ),
Teacher vesistance of children with mental health problems or learning disabilities.
belicved o be because of resources and performance @hkes. although DE does nol
actually publish periormance tables.
Mainstream access 10 education does not always allow access 10 schools' summer
schemes.
Need 1o fight Tor aceess w nursery. primary and secondary school.

Where are we now?

7.12.  There has been a presumplion to mainstream education for children with special educational

needs for many vears within the existing special education framework. This is subject 1o
certain quakifications which relate (o parents’ wishes, the ellicient education of other children,
the efficient use of resources and the meeting of the SENs. The Education (NI} Order 19%6
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strengthened this presumption. and the more recent Special Educational Needs and Disability
(NI Order 2005 (SENDQ) legislation provides further rights for children with special
educational needs or disabilities,

The Department of Edecation and the Education and Training Inspectorale have undertaken
a review of the role of the special school of the future. The report includes commentary on
how special schools can help support eachers and pupils in mainsiream schools, via owtreach
services., The Department of Education’s policy on inclusion is that a continuum of SEN
provision will be mainstreamed across the school sector. There are no plans to close special
schools, but it is anticipated that the number of SEN pupils in mainstream schools will
continue to grow following the implementation of the SENIDO.

The SENDO became effective on 1st Seplember 2005, It strengthens the existing
presumption to inclusion, Some of the key features of the legislation include:

. Strengthening of the right to & mainstream school place tor children with a statement.,
unless it is against the wishes of the parents or is incompatible with the efficient
education of others.

. Education and Library Boards will provide an Information and Advice Service on
SEN matlers w0 parcnts of children with SEN in the area. This includes the
establishment of a new, accessible website which provides a broad range of
information on SEN,

. Eduvcation and Library Boards provide a new Dispute Avoidance and Resolution
Service (DARS) o attempt to resolve disputes between parents and schools and
parents and Boards.

. Responsible Bodies of schools and relevant Nursery providers are able 1o request a
stalulory assessment or re-assessment of the SEN of one of their pupils.
. Parents have increased rights of appeal to the Special Educational Needs and

Disability Tribunal when the Education and Library Board makes an assessment of
SEN. Education and Library Boards must maintain staements until the oulcome of
an appeal 18 known.

. All schools will be prohibited from discriminating against children who have
disabilities in their admissions amrangements, in the education and associated services
provided by the school and in relation to expulsions and suspensions from the school.

. Education and Library Boards are subject w more clearly delined tmelrames for the
drafting o Statements.
. All schools will be prohibited from discriminating against children who have

disabilities in their admissions amangements, in the education and associated services
provided by the school and in relation o expulsions and suspensions from the school.
. Schools have w take reasonable sieps w ensure pupils who have a disability are not
placed al substantial disadvantage, in comparison to pupils who do not have a
disability, in relation 1o the education and associaled services provided to them.

. Education and Library Boards have to produce an “accessibility strategy” to increass
accessibility 1o the curriculum and school premises.
. Education and Library Boards have w improve the delivery of information, which is

provided in writing for pupils who do not have a disability, to pupils who have a



7.15

T.16

7.17

T.1%8

1.19

disability, in ways that are determined after taking account of the effects of the
disabilities and any preferences expressed by the pupil or their parents,

. Schools have to produce and keep under review disability accessibility plans and will
have o publish information about their plans in their annnal Board of Governors
reporl.

. Education and Library Boards have a duty not to discriminate against a person or

prospective pupil with a disability in carrying out their functions under varions Orders
relating to education.

. The Special Educational Needs Tribunal (SENT) has been restructured o become the
Special Edvcational Needs and Disability Tribunal (SENDIST) and now hears claims
against disability discrimination by schools and ELBs. as well as appeals against the
special educational provision made by LLIS,

The Department of Edecation (DE) has reviewed to its Code of Practice on the Identification
and Assessment of Special Edvcational Needs as a result of the new provisions of SENDO,
After consultation, a new statutory Supplemant to the Code was completed and became
effective on 1st September 2005, This Supplement provides user-fendly gouidance on the
new SENDO prowisions and offers additional guidance o schools and ELBs on inclusion in
general.

DIE 18 curmently working on a new Parents” Ciuide to enable parents and carers of children with
SEN o gain a better understanding of the new legal framework and where 1o access help and
Suppori.

In addition the Equality Commission [or Northern Irgland. on behall of DE, has developed
a new Disability Discnmination Code of Practice for schools. This gives clear guidance on
the new disability duties introduced by the SENDO and examples of how schools and Boards
can make reasonable adjustments in school settings for children with disabilities.

DE has recently produced (January 2006) a Report of the Transitions Inter Departmental
Group, which includes an Action Plan to address shoricomings in the transition process for
young people with Statements of SEN. The ELIBS have the statutory lead role in the
transitions planning process for statemented children, The Action Plan clearly sets ool actions
already taken by the three Departments concerned — The Department of Education, the
Department of Health, Social Services and Public Salety and the Department [or
Emplovment and Learning (12EL). The actions already taken include a restructuring of the
Careers Service by DEL o beter support the transitions process, additional funding from DE
10 ELBs for dedicated Education Transitions Coordinators, across NL 1o support the young
person and the parent at this stage and o enable improvements o work experience
opportunities and lile skills raining for young people, while sall at school,

The Children and Young People’s Funding Package provided £0.9m recurrent funding for
additional places, for young people with statements of Special Edecation Need, on transition
from school serings into the community. DHSSPS has agreed with representatives from the
4 Health and Social Services Boards that 150 purposelul places will be created in the
community with voluntary organisations.
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In addition the Children and Young People’s Funding Package has provide an additional
£l Im Tor young people with statements of special educational need w improve ther like
chances through enhanced life skills packages before leaving schonl, This is on top of a
[urther £0. Im mainstream funding for the same purpose.

Recommendations

17.

I8,

19,

21,

Education and Library Boards should continue to develop their policies and sérvices Lo
provide support to children with mental healih problems or a learning disability 1o enable
them o receive the most approprigte education,

Fducation and Health and Social Services bodies should continue to collabosate 1o ensure thal
all the needs of children with & mental health problem or a learmning disability are mel.

Schools should be pro-active in ddentilving pupils with possible learming disabilities or mental
health problems and in getting professional help. Where that help needs to be provided by
Health and Social Services, a timely response should be provided.

Schoals and Health and Social Care providers should make arrangements o ensure that, as
[ar as pomsible, a child’s education is not allowed w sufler dunng an episode of mental bealth
problems including people with 2 learning disability.

The principle of equal access to the full life of the school should be pursued by statutory and
voluntary organisations.
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HEALTH AND SOCIAL CARE

Background

B.1.

Bl

B4,

B.5.

B.6.

8.7

There 15 a mnge ol specialist health and sogal services designed 10 meet the particular needs
ot people with mental health problems or a learning disability both in the community and in
specialist hospital pmits, The Memal Health Programme of Care in Northern Ireland
represents about 8% of Health and Social Care spend (2003/2004) and the Learning
Disability programme ahout %,

Other reports from the Bamford Review of Mental Health and Learning Disability { N1} have
examined these specialist services in detail and making recommendations for improvemenis,

The key challenge for mental health and learning disability services is reform and
modernisation. in particular developng communily mental health and learning disability
prowvision o prevent inapproprisle admissions and re-admassions 0 hospital, and [focosing
hospital services on short-term assessment and acute treatment only.

However, then is evidence that people with & mental health problem or a leaming disability
do not have the sume access to general health services as other members of the public.

The same issue arises elsewhere. The Disability Rights Commission published (September
201k6) a report of its investigation into health inequalities experenced by people with mental
health problems or a learning disability in England and Wales, The report highlights the
scale of inequalities. which is described as “overwhelming” and calls for action on a range
of [ronts. Many ol the findings could apply equally in Northem Ireland.,

People with mental health problems are al increased risk of having physical health problems,
Muny deaths of people with more complex and enduring mental disovder are potentially
preventable by beter medical treqatment and atention (o lifestyle, including diet and smoking,
Assessment of the needs of those with mental health problems should cover physical health
needs, One approach o identitving and targeting appropriate information and services (o
people with more severe and enduring mental health needs is the establishment of case
registers at primary care level (Barr and Cotterill 1999, Primary and secondary cane services,
in conjunction with the service user, should jointly identify which service will take
responsihility for momitoring physical health.

General Pracutioners should consider the health promotion of people with severe mental
health problems within their practice and regularly monitor their physical health, The NICE
Guidelines for Schizophrenia recommend paving particular attention o endocrine disorders
such as dinbetes and hyperprolactanaemin, cardiovascular risk laclors, side-cilTects of
medication and lifestyle factors such as smoking (MICE 2(KE2).

Thex prevalence of smoking is far greater among those with mental health problems than in
the general population and smokers with mental health problems end 1w smoke more heavily
thim others. Mental health professionuls wend not W raise the issoe of smoking wilth people
they come in contact with. These professionals however are well placed o offer advice and
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8.9,

LRI

&1

support on smoking cessation. Smoking is addressed as part of the Bamford Review report
o Aleehol and Substance Misuse, which makes a number of recommendations in this area,

While lile expeciancy ol people with a learning disahility has improved aver the last 60
vears, morlality riles ane still higher than in the general populaion. Some people are al
higher risk of physical ill health arising from problems associated with particular conditions
and healthcare professionals need to be aware of these,

There are however more basic healthcare needs which are often neglected in relation (o
people with a leaming disability.  Accessibility of information and advice on healthy
litestyles, uptake of screening programmes and other routine physical health checks. Access
1o appropriate dental reatment is a particular issue for many people with a learming disability,
These problems are documented more fully in Equal Lives, the Bamiord report on learning
disability, and that report makes @ range of recommendations for improvement.

The Bamford review’s report on Aleohol and Substance Misuse recognises that, as mone
people with alearning disability are living in the community, they may be exposed (o greater
social stressors leading o inereased vse of aleohol and drugs as a coping mechanism. People
with a learning disahility may also see nse of alcohol and drugs as a way of fitting in with
their peers. Again the Bamlord report on Alcohol and Substmce Misuse makes anumber of
recommendations relating to this issue.

There are concerns regarding the lack of Child and Adolescent Mental Health Services.
gapecially in erms of inpatent heds.  Work has sioned on implementng  the
recommendations conlaingd in the Bamford review’s reporl “Yision of g Comprehensive
Child and Adolescent Mental Health Service ™.

A prowing concem is the number of local suicides and the asing level of self-harm, mainly
by young people. To address these concerns a Taskforce was established in July 2005 (o
develop a regional suvicide prevention strmleey, Following an exiensive engagement and
consultation process the final Strategy, “Protect Lite — A Shared Vision™, was published on
A October 2006, The Strategy aims 1o tackle the issues of suicide and sell-harm by tking
i dual population and targeted approach, The Strategy recognises the fact that, while its
primary focus is clearly on prevention, the achievement of its aims will be greatly influenced
by the need Tor is implementation o be wken [orward in parallel with progress being made
on the delivery of the Promoting Mental Health Strategy and the Bamiord Review of Menital
Health and Learning Disability.

Qualitative Survey of Users and Carers

K.13.

The Qualitative Survey of users and carers in a number of voluntary organisations in Northern
[reland identified the following ssees:

. That GPs require better (raining in mental health issues.
. A relupseddeierioration in service users” mental health can resoll in a lack of
metivation and drive o attend appointments.



. A negative impact of medication can cause weight problems. which becomes a
secondary issue having a further negative impact on their menal health.

. Smoking alleviates some of the weasions resuling from mental health problems,
Government no-smoking policy needs (o consider “outdoor” spaces lor clienls 1o
smake,

. Carers are often unable 10 attend hospital. dentist and eye care appointments, due to

their caring role.

B 04, Issues raised in the review reports from people with a leamning disability and their carers

included:

. Crenetal health professionals not having an enderstanding of how 1o deal with people
with a leaming disability and not taking ime o lisien o them,

. Waiting times for denial reamment for people with a leaming disabiliny,

Where are we now?

8,15, The Investing for Health Strategy launched in March 2002 sets oul the Execalive’s views on
how he health and well-being of all the people here can be improved. and how the
unacceptable inequalites in health can be reduced. Boards and Trusts are implementing this
strategy through Health Improvement I'lans, adoptling a proactive. holistic approach that
protects and improve hedalth by implementing action plans being produced in a range of arcas.
including drugs and alcohol misuse and mental health promotion,

8.16. In recognition of the fact that children with learning disabilities are not receiving the
necessary dental care and that there are long waiting lists, some of the funding made available
from the Children and Young People's Funding Package is being used by the 4 Health Boards
o address the waiting lists of children with learning disabilities who are waiting o receive
dental treatment,

Recommendations

22, The health and social care needs of people with a learning disability or severe menial health
problems need 1o be identified both at paimary care and secondary care level.

23, Any assessment of the needs of people with a learning disability or with more complex
mental health needs must include assessment of their physical health needs.

24.  The Department of Health, Social Services and Public Safety should produce a Begional
Framework for Health Improvement of people with a mental health problem or a learning
disability. providing clear direction including targets and tmescales. Each Ha% Board should
review their Health Improvement Plans 1o ensure that they translate the regional framework
ata local level o support improved health oucomes for people with a mental health problem
or 4 learning disability,

25, All generically trained health and social services professionals should receive awareness
training on méenial health and learning disahility issues.
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SOCIAL LIFE

Background

o1

AN

2.3

4.4,

9.6,

Mentad well-being has been defined as the emotonal and spiriteal resilience which enables
us to survive pain, disappointment and sadness. It is a positive sense of well-being and an
underlying beliel in our own dignity and worth,

A person’s social connectedness — activities, relationships. interests, networks — has a
significant impact on mentad well-being and sell-esteem. The reactions of others are olten
influenced in our social lfe, our activities, interactions. and our social sell. Becoming
mentally unwell can profoundly affect both our own social interactions and the reactions of
others, 11 s in spch situations that the experience of ignorance, fear and stigma can bring a
new dimension of distress o the sufferer,

Mental health problems and the accompanying distress can affect all aspects of one’s social
life and relagonships - within the family, with friends, with work colleagues, The sense of
feeling isoluted and stigmatised is a very real experience of many sufferers. There is also a
sense of disempowerment and the distress arising from this — “my life will never he the same
again”, Acknowledgement of these issues and concerns can be of particular importance in
promation of recovery and needs to be recognised by professionals.

Thiz issue of bullying that is commonly reported by advocates can also cause extreme distress
and lead w isolation and social exclusion. This issue neads o be proactively addressed both
in specialist services and the wider community,  People with disabilities showld be
encouraged to exercise their rights (o make complaints to the police or other relevant
authority, The Criminal Justice (No, 2) (Morthern Ireland) Order 2004 provides prodection
in that Article 3 extends the protections of Part 111 of the Public Order (Northern Lreland)
Order 1987 10 include groups defined by reference o sexual orentation or disabality. (Par
I currenly provides ollences and penalties against the use of theealening, abusive or
insulting words or behaviour, the display and distnbution of written matenal. and related
activities intended or likely o stir up hatred or arovse fear),

The protections, currently provided with regard to religious beliet, colour, race, nationality.
ethoic or mational origins, are extended by Article 3 1w inclede sexual orientation and
disability {including mental health problems and learmming disabilities). The penalties for
stirring up hatred or arcusing fear in such cases is: on summary conviction, a maximum of
i months imprisonment. & fine not ¢xceeding the statutory maximum, or both; on conviction
on indictment, a maximum of 2 years imprisonment. a fine, ar hath.

The relationship between service providers and individuals is of considerable importance in
building and maintaning self-esteem, hope and sell-worth for individuals with severe
episodes of mental illness, experiencing loss of insight. loss of control, in addition 1o the
painful experience of the symptoms of mental illness. This relatonship can also provide a
rode madel Tor Camily members who themselves may be bewildered und distressed through
the experience of an fllness episode. The engagement and empowerment of family members



9.7.

YLK,

9. 10,

Y911

0.12.

can greatly assist in the recovery and re-engagement of the individual in their social life and
relationships,

Access o information has generally been experienced as a problem for individuals in mental
health services, I is olten difficull w gel clear information and this lack ol clarity is a
problem tor users, tamily and friends. The failure to convey relevant information clearly and
in simple t@ms can cause disiress (o the wser and their families. Information is required
about services, choice of services, specific interventions including, for example, medication
side effects and crisis arrangements.

In the situation of involuntary admission clarity takes on even greater importance. The
sufferer in such situations offen experiences a sigmificant intrusion into their personal and
family privacy. Involontary admission procedures should be clearly explained and all
involved should idenify themselves to the sutferer, family and friends. Difliculties for the
user in understanding infomation al such Gmes regquires professionals 10 pay even greater
atiention e communication and information sharing.

Within a multi-cultural society, the individual s specific coltural, spiritual and religions needs
must be recognised and acknowledged. With the emphasis on community based care and
treatment, the religious and spiritual dimension of an mdividual's e should be considered
as part of holistic assessment.

Spiritoality, described as “linking the deeply personal with the universal™, is inclosive and
unitying. In healthcare, spirituality 15 identified with experiencing a deep-seated sense of
meaning and purpose in lile, wgether with a sense of belonging, I s aboul acceplance,
integration and wholeness.

The Roval College of Psvchiatrists® leaflet on Spintvality and Mental Health states that
service users have identified the following benefits of good quality spiritual care:

. Improved selt-control, selt-esteem and contidence.

B speedier and easier recovery, achieved through both promaoting the healthy grieving
of loss and maximising personal potential.

. Improved relationships - with self, others and with God/creation/nature.

. A new sense of meaning. resulling in reawakening of hope and peace of mind,

enahling people to accept and live with problems not yet resolved.

From a user perspective, spiritoality can be an imponant part of one’s personal life and in
times of crisis a major source of sustenance, This can be of particular imponance in sitations
when admission © hospital 18 required with the inevitable separation rom Camily, (Hends
and one’s local community. It is a common user experience when in hospital that religions
and spiritual needs are not adequately met. Service providers need o be sensitive 1o the
spiritual needs of individuals at such times. 1t is important that staff working with people with
mental health problems or leaming disability encourage any helpful inner personal resources
and explore whal extemal supports [rom the commumity andfor Gaith iradition are available,
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9.16,

917,

918,

a.19.

9.20.

9.11.

0.22.

Available and atTordable transport is a key requirement of a good social life. The introduction
by the Department for Regional Development of reduced charges on public transport for
people with a learning disability is 4 welcome development.

People with a leaming disability oflen express dissatisfaction the lack of public transporl
and the prohibitive costs of taxis, problems with physical access to premises such as cinemas,
nightclubs, bars and restauranis and the lack of a companion — a befrender — w accompany
them.

Provision of transport within Health and Social Services day services consumes over 25%
ol the total budget. As a consequence of the locations of many day centres, individuals can
spend very lengthy periods being transporied to/fTrom centres with only 20% of centres able
10 transport most of their atendees from home 0 centre in less than 30 minues.

Anumber of services have developed innovative independent iravel raining schemes, which
have increased the capacity of individuals o make tuller use of public transport.

Many people with a learning disability live lonely lives. Most of their free time is spent in
home-based pursuits such as watching elevision and listening to music with few friends of
their own age. Ina study in 2003, the researchers inlerviewed the parents of over 50 school-
leavers from 2 special schools for pupils with severe leaming disabilities in Northem Ireland.
Three in five of the young people (58%) were reported 10 have no friends of their own, In
all, 90% of parents would like their son or davghter to be more involved with friends of their
own age and they mentioned the need for more clubs and for more sports and leisure
aclivities,

A similar piciure emerges for adulis, In a 2002 swdy, over 2 in 5 people reporied having no
friends outside of the day centre they atlended and 4 was the most that anyone reported. The
most common activities undertaken with friends were going (0 discos and social clubs, but
most of these wene organised specifically [or people with a learning disabilily.

A study of 65 persons resettled from a long-stay learning disability hospital in Northern
Ireland into nursing home and residential care found that only 14 peaple (21%) had regular
or frequent contact with friends outside of the residence.

Owerall people with a learning disability tend to lead more sedentary litestyles than the
general population, performing significanty less than the minimum levels of physical activily
recommended by the Department of Health, Levels of obesity appear to be rising among
adulis with a learning disahility in Northern Ireland.

People with a learning disability often express dissatistaction with their community,
recreation and leisure activities., Thev mention in particular the need for more evening and

wiekend activities and preater opportunities (o take part in community events,

Many Tamily carers are also concerned about the lack of leisure opportunities. Among the
suggestions they made were:
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. Drop in centres and more social clubs,

_ Weekend or short breaks away,

. Befriending schemes with long-term commitments.

. Education of the general public about learning disability.

. Commumily Acoess/Supporl Workers w allow individoals (o allend evenlsfconcernts
rather than depending on their ageing parents/carers to take them.

. Day centre Tacilities uiilised in the evenings.

. Relatively little monies have been expended by social services in promoting the social

and leisure lives of people with a learning disability. (ften this has been left to
charilable groups (olen led by parents and relatives) and they continue w be the main
provider of leisure opportunities outside working hours with a heavy reliance on
volunteers,

. The main service innovations in this area have revolved around the concept of
befrienders: ideally a person of similar age, background and interests recruited o
share some of their leisure time with a chosen pariner. A Northem Irish survey
identified this as the fifth most popular form of voluntary activity with an estimated
BOL000 people involved across all client groups.

. Arange of agencies in Northern Ireland has set up a number of dedicated befriending
schemes mostly in the aon-statutory sector although as yet there has been no
evaluation undertaken of their impact and sustainability.

l'ew resources are spent in encouraging access [0 social and leisure opportunities by people
with mental health problems or a learning disability, Greater attention o developing people’s
social networks could pay dividends in other ways by redocing the possible consequences of
social isolation including challenging behaviours and depression.

Meaningful relationships, including marriage, and expression of ong’s sexuality contribuie
greatly o people’s quality of life, The sexual expression and developing sexuality of people
with a learning disahility 15 often seen as problematic and not a normal part of growth and
development. This ignores the person’s rights and the benelis wo be gained.

The subject of relationships and sexuality and the social skills required in forming appropriate
relationships receive insufficient atention at home, at school and in other service settings,

The changes in the lile stages of people with a leaming disability are oflen not recognised,
There 18 a marked lack of sex education for men and women with a learning disability and
lack of guidelines Tor stafl who provide sex education,

Life stages and general sexual and reproductive health care 15 not provided. For women in
particular issves are nol adeguately addressed in relation o premenstroal syndrome, cervical

and breast screening, sexual health screening and the menopause.

Sexual orientaton and preferences often o unnoticed and vndetected or attriboted w lack
of experience, choice or environmental influences.

slatl members who participated in a consultation exercise highlighted a number of issoes
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pertinent (o supporting sexual expression that they leel unable 1o resolve because of lack of
clear legislaton, policy and guidelines. These included:

. Participants working in residential care settings who expressed leelings of frestration
around being willing to support clients in their sexual expression bul being hampered
by how current legislation is inerpreted and implemented through policy.

. A perceived need for greater clarity between the Mental Health (Northern Ireland)
Order 1986, Sexoal OMences Act 2003 and Human Rights Act 1998, in relation 1o
individual’s rights around sexval expression and the process wsed 0 assess capacily
to consentL

. A need for ongoing training, supervision and support o develop undersianding and
competencies al different levels of intervention. mostly around inappropriate
touch/abusive behaviowrs,

. Policies are now more likely 1o acknowledge the rights of people with a learning
disability around their sexvality and sexual expression. however. there is a lack of
clarity around whether individueal s rights are prioritised above parents’ rights and the
legal position regarding parents” rights i.e. if there is a clash between the individunal’s
wishes and parents’ wishes, who shoold be priontised?

. Balancing rights, responsibilities, vulnerabilities and risk in this area is complex and
hampered by apparent lack of clear direction as (o the parameiers within which stati
should work at a practice level, e.g.. what kind of information staff should be giving
relevant w thair role ifa man or woman with a learning disahility asks for information
about contraception or wanting 1o be sexually active.

There is a lack of support, education and training for parents, to enable them to identify
emergent issues and gain knowledge and skills in supporting their children, Many parents
struggle with their own values and beliels around sexual expression and the desire of young
people and adults with a learning disability 1o form sexual relatonships, The following
issues have been expressed by parcnts;

. Pears and concerns around lack of suppon for children particularly when during times
al ransition from primary o post primary education, where they are seeking o keep
their children in mainsiream educarion,

. Education around appropriate sexuval expression, Parents often feel unable (o discuss
problems with others and are unable to identify appropriate means of suppor.
. Accessing affordable information to support them to do sex education work with their

aons or daughiers.

Recommendations

2.

The limitations posed by existing transport provision have curtailed access 0 edocational.
employment and leisure opportunities. A determined elTort is requared 1o ensure that these
barriers are removed, There is scope (o more actively promote independent travel on public
transport and on fool. This should be planned with the suppon of the Tamily and must feature
in schools and higher and further education establishments. In addition, those charged with
responsibility for public ranspont must ensure that the particular needs of men and women
with a learning disability are incorporated in their strategies.,
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Leisure and recreation schemes should be promoted and co-crdinated at District Council
level, An audit should be commissioned of leisure and recreation Tacilities, societies and
¢lubs within their ared that serve the wider community as well as people with disabilities.
This Directory should be maintained by District Councils and widely circalated 1o all service-
providers {incloding residential services) and mily carers, A central point should be ereated
or identitied for recruiting volunteer helpers and drivers. Different schemes within District
Councils should have shared access 1o a minibus or people-carriers, Seed monigs should he
available 1o initiate new schemes,

Now that all services are expected w have policy puidelings in place on sexvalily and
personal relationships. there needs to be a concerted effort across all services (o make
available opportunities for education on these issues and on sexual health, This should be
done with the knowledge and support of family carers, but they should not have & sanction
on their relative’s participation if that is his or her wish.

The issue of bullving that is commonly reported by self-advocates needs to be proactively
addressed both in specialist services and the wider community.

The (Mfice of the First Minister and Deputy First Minister should take a leadership role

developing people’s social networks with central and local Government, the voluntlary and
private sectors 0 help reduce social isolation.

48



1. WAY AHEAD

10,1 During the review it was noted that there is a lack of local research in Northern Ireland in
promaoting social inclusion for people with mental health problems or a learning disabilicy.

10.2  Implementation of the recommendations will be the key to delivering social inclusion for
people with mental health problems andfor a learning disability.

Recommendations

31.  There is & need to gather further information on the social inclusion needs of people with
mental health problems or a learning disability,

32, The inter-departmental taskforce needs (o address the recommendations of this report by

addressing the implementation issucs including: an sction plan, Gmetables, wrgets, resoones,
budgets, research. evaluation and monitoring.
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CONCLUSION

11.1  Many people with a learning disability or a mental health problem have not always been
included as full and equal members of society. The effective implementation of this Report’s
recommendations will help people with a leammng disability or mental health problems o
reach their full potential, as equal members of society.



Annex 1
MEMBERSHIF OF THE PROMOTING SOCIAL INCLUSION GROUP

The Promoting Social Inclusion (PSI} Group was established within the Social Justice and
Citizenship Committee (which is part of the overall Bamlord Review of Mental Health and Learning
[Msability ), to ke forward the review of social inclusion. Membership of the PSI group included
representation from Office of the First and Depoty First Minister (OFMDEM), Department of Health
Social Services and Public Safety (DHSSPS), Department for Social Development (DSI3). Social
Securily Agency (SSA). Department [or Employmenl and Learning (DEL), Depariment of
Education (DE) Department for Regional Development (DRI, the Law Centre, the voluntary
seclor, carers and users,
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Annex 2

QUALITATIVE SURVEY OF SERVICE USERS AND CARERS

The Quahitative Survey of Users and Carers was performed by DHSSFPS. Two stall met with users
aftiliated to various mental health and learning disability voluntary organisations throughont the
province in earlv 2004 1o establish difficuliies they had with social inclusion for people with a
learning disability or mental health problems. The organisations visited were Newry and Mourne
Mental Health Forum, Kethink, Aware Defeat Depression, 5. TEER. and the Down’s Syndrome
Association,
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Annex 3
RECOMMENDATIONS

Thene is an ongeing necd 0 monilor negalive stereolypes wilhin the communily and (o
change the attitudes that reinforce these negative stereotypes. Communities need o be
educated 1o ensure the successiul social inclusion of people with a memtal health prablem or
i learning disability in their community.

Thene is a lundamental need Tor a campaign o challenge the images thal communicale
negative stereotypes. The campaign neads to directly involve people with first-hand
experience ol discrimination, targel specific audiences and monitor and evalvate its
effectiveness.

Al service providers must be encouraged 1o provide infommation ina fomm (hat is ondersiood
by pecple with mental heaith problems or a leaming disability.

There is a need to establish a groop to address the stigma associated with mental health
problems and learning disabilities,

The Labour Force Survey (2002} indicated that only 21% of people with a mental health
preblem or kearning disability are in employment yel research from the US found that with
effectve rehabilitation support, up o 58 % of adults with severe and enduring mental health
problems are able o work using the Individual Placement and Support approach, Therefpre
the Northem Ireland targel should be al least 50% of people with mental health problems or
a learning disability should be in full time employment

Employment Advisors shoold work with community mental health teams and community
leaming disability teams (o provide pathways to employment,

European monies have funded a number of supporied emplovment positions and Departments
should mainstream this funding, where it has been shown 1o achieve positive outcomes.,

Perminted work rules for Incapacity Benefit and Severe Disablement Allowance should be
[urther improved, simplified and promoted ellectively (0 redoce the barrier rom moving
from benefil o work. Reloming to work should be on a voluntary basis and people should
nit be disadvantaged if their condition changes and prevents them from contineed working,

D50 and housing providers should develop a housing strategy 1o ensure people with menial
health problems and learming disabilities can, where possible, live in the accommodation of
their choice. subject (o normal financial constraints.

People with mental health problems or learning disabilities should have the choice w live

independently but the use of specialised group housing has a role w play, for example as
step-down accommaodation aler leaving hospital.
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DS should ensure participation of people with mental health problems or a learning
disahility in the planning of housing services.

Independem advice and advocacy services should be embedded in mental health and learning
disability services to help support and enable people with mental health problems or a
leaming disability to live independently with dignity and a good quality of life. both in and
out of work.

There should be partnership schemes between Government, commercial companies, housing
associations and credit unions w extend insurance cover and other financial products and
services 1o financially excluded people with mental health problems or a leaming disahility.

The Social Security Agency should work with the voluntary sector and other relevant
Oreanisaions W examing costomer service isspes for people with mental bealth prohlems
andfor learning disability.

Social Security Agency decision-makers, Medical Referee stalf, front ling benefit staff and
the Appeals Service (NI) chairpersons and tribunal members should receive more in-depth
mental health and learning disability awareness training.

Financial institutions should review their policies to ensure that they treat people with mental
health problems or learning disabilities no less favourably than they meat others in order o
comply with the Disability Discrimination Act [995.

Eduocation and Library Boards should continue to develop their policies and services to
provide support to children with mental health problems or a learning disability to enable
them o receive the most appropriate education.

Education and Health and Social Services bodies should continue to collaborate w ensure that
all the needs of children with a mental health problem or a leaming disability are met.

Schools should be pro-active in identifying pupils with possible learning disabilities or mental
health problems and in geming professional help. Where that help needs w be provided by
Health and Social Services, a timely response should be provided,

Schools and Health and Social Care providers should make arrangements o ensure that, as
far as poasible, a child’s education is not allowed o suffer during an episode of mental health

problems including people with a learning disability.

The principle of cqual access w the full life of the schoeol should be pursued by statutory and
voluntary organisations.

The health and social care needs of people with a learning disability or severe mental health
problems meed o be identified both at primary care and secondary care level,

Any assessment of the needs of people with a leaming disability or with more complex
menial health needs most include assessment of their physical health needs.
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The Department of Health, Social Services and Public Safety should produce a Regional
I'ramework for Health Improvement of people with a mental health problem or a learning
disability, providing clear direction including tarpets and tmescales, Each HSS Board shouold
review their Health Improvement Plans to ensure that they translate the regional framework
ala local level W supporl improved health oulcomes [or people with a mental health problem
or & learning disability.

All penerically trained health and social services professionals should receive awareness
training on mental health and learning disability issues,

The limitations posed by existing transport provision have curtailed access to edocational.
employment and leisure opportunities, A determined effort is required 1o ensore that these
barriers are removed. There is scope 10 more actively promaote independent travel on public
transport and on fool. This should be planned with the support of the family and must feature
in schools and higher and further education establishments. In addition. those charged with
responzibility for public transport must ensure that the particular negds ol men and women
with a learning disability are incorporated in their stralegies,

Leisure and recreation schemes should be promoted and co-ordinated at District Council
level, An audil should be commissioned of leisure and recreation Facilities, societies amd
clubs within their area that serve the wider community as well as people with disabilities.
This Directory should be maintained by Distact Councils and wadely circulated (o all service-
providers {incloding residential services) and family carers. A central point should be created
or identified for recruiting volunteer helpers and drivers. Different schemes within District
Councils should have shared acoess 10 a minibus or people-carmiers. Seed monies should be
available to initiate new schemes.

Now that all services are expected to have policy guidelines in place on sexvality and
personal relationships, there needs o be a concerted effort across all services w make
available opportunities for education on these issves and on sexoal health, This shoold be
done with the knowledge and support of family carers, but they should not have & sanction
om their relative's participation if that is his or her wish,

The 1ssue of bullying that 15 commaonly reporied by self-advocates needs to he proactively
addressed both in specialist services and the wider communily.

The Oifice of the st Minister and Deputy irst Minister should ake a leadership role
developing people’s social networks with central and local Government, the voluntary and
private sectors 1@ help reduce social isolation.

There is a need to gather further information on the social inclusion needs of people with
menial health problems or a learing disability,

The imer-departmental asklorce needs to address the recommendations of this report by

addressing the implementation issoes including: an action plan, imetables, wrgels, resources,
budgets, research, evaluation and monitoring.
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