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’ CONSULTATION QUESTIONS
" Overall Approach _ '

: This consultation reflects a continuation and development. of - the Scottish -
. Government's current approach for mental health. There is a general consensus that -
~ the broad dlrectlon is rlght but we want to consult on:

~J

fSDC is a coalition.of a wide range of voluntary organisations from across.-
Scotland working together with parents/ carers of disabled children and
young people working to ensure rights and justice for disabled children and |
young people in Scotland We aim to see the good ’intentions of !
."{ government pollcy and strategy turned into better Ilves for disabled ch|Idren

- {and thelrfamllles «

‘,fSDC is broadly happy with the overall structure of’ the Strategy but would _
i ask for the distinct yet variable needs of all dlsabled .children to be
recognlsed and prlorltlsed as an area of challenge S » .

' ‘Dlsabled chlldren face exceptlonal pressures that ‘can lead to the
development of mental health conditions, but they often do not have the | .
‘same emotional support resources available to them as other children. Th|s .
can be linked to social isolation or problems with communication. R B

Disabled. children are more at risk of social isolation due to discriminatory
practices and. a lack of resources (especially in as families of disabled
children are more likely to be living in-poverty ‘and to experience the
relationship breakdown). There are often barriers wh|ch limit opportunities |
for meaningful. social inclusion, to develop an appropriate level - of
‘lndependence to access education. and employment and to make a,
contrlbutlon to one’s communlty e '

Disabled chlldren are also at greater l'ISk of experlencmg abuse and bullying | .
and the impact both in childhood and in later life can be substantial (BMJ ;
2001, Bond et al, Does: blllying cause emotional problems7 A prospective
study. of young teenagers). ‘A strategy for Scotland S Mental Health should :
mclude a focus on anti-bullying work. l

The coalltlon-welcornes the fact that investment and. increased targets for
CAMHS are included in the strategy but questions why CAMHS' has’ not
been made one of the priority areas for- the strategy. We strongly
recommend that the MH Strategy include CAMHS and psychologncals
services for CYP as one of the pnorlty areas. -
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Key facts

" e Social and economic costs of mental health problems in Scotland are |
~ £10.7 billion per year. (SAMH, What's it worth now? 2011).

1

'e Oneinten5-"15 yea/r olds experlences a significant mental health
problem (The Mental Health of Children and Young. People in Great |
o Britain, Office for National Statistics 2004) and that this risk increases. | .
. /. with factors which include -amongst others’ disability, abuse, family |
~ mental- health problems. Therefore investment in the health of
‘children and YP must go beyond the .CAMHS, to incorporate mental
health in early years' education, early intervention" programmes for.
parents -and early years health visitors trained in' mental health. In.|
addition, disabled children and young people who do develop mental
health problems must have equality of access to specralrsts who can help
"them partlcularly lfthey have complex needs. '

e Children in Scotland aged 5-10 who- are looked "after at home or |
accommodated are 6. times more likely to have a mental health
disorder than those in families in the community (52%: compared with
"8%) The coalition would remind the government-that when more and ;
more children are becomlng looked after by virtue of their dlsablllty,
this -is a factor which needs to be glven pnorlty wrthln any mental
“healith strategy. S

_ 4Improvernent ChalIenge’ Type 1

- We’ know where we are trymg to get to and what needs to happen to get us
there, but there are significant challenges attached to |mplement|ng the -
changes. An example of this is the .implementation of the Dementia Strategy. There -
is @ consensus that services for people with dementia are often not good enough
- and we already know about a range of actions that will improve outcomes. However
' some of these changes involve redesigning the way services are provided across - - -

organisational boundaries and there are si'gnifiCant challenges attached to doing this. -

The Scottlsh Government should consider how best it can . producez
evidence ' of -effective- change fSDC members believe that. many of the
initiatives hrghllghted could not demonstrate any |mpact on Iocal servrce
improvement. - : ,
Members also question. the evrdence base used by cIrnrcrans and medlcal :
' professronals for making change was at a ‘higher’ -or more scientific’ level |
1 than is required for providing social care, and if therefore service changes
were not being made where it appears necessary to service users, families |
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and carers. ' _
Local authorities and health boards should also be able to demonstrate ina

way that is accountable what partnership arrangements they have in place
‘and how they are addressing local need, joined-up working, commissioning,
training and service user participation. Wrth greater budget restrictions, over
the life time of the Strategy, we need:to.ensure maximum return for
expenditure so.the Strategy must incentivise joint work between the NHS,
local-authorities, justice services and the voluntary sector and relate this
clearly to other systems such as GlRF EC and the ASL framework '

Improvement Challenge Type 2

We know we need to improve ‘service provision or that there is a gap in

existing provision, but.we do not yet know what changes would.deliver. better

outcomes.. Supporting services to improve care for. people -with developmental

-disorders or trauma are two areas where further work-is needed to |dent|fy exactly
- what neéds to happen to deliver rmproved outcomes.

fSDC members belleve that defrnrtrons sometlmes act as a barrier to
accessmg appropriate support or services, for example ‘learnrng disability’
can have a broad ora narrow defrnltlon

From the pornt of view of serwces clear clinical guidance needs to be:
available and the development of multi-disciplinary teams ‘is believed to |
provrde the bést type of service. Many families feel mental health serwces
. are not weII mtegrated mto for example famrly support or school

From the point.of view. of famrlles or carers the |mpact of a mental health .
condition also affects them. Some have expessed the V|ew that they are
treated as belng a problem.. .

We welcome the recognrtlon glven to children with developmental dlsorders )
and would pornt out that there are many forms of disability that rely on |
addressing communication support needs. Not all children think about or |
understand their feelings in the same way and communication support is |
1 vital for many with a disability to. be able to access services. Increased |
opportunities to |dent|fy one’s strengths and abilities, to have skilled |
intervention to bettér understand the nature of one’s dlfference and to
1 realize one’s potential should.be made - available to disabled children and : -
young people. Adequate provision of speech and language therapy for
children and young people -and -training " in" augmentative forms of |
' communication for families and those worklng with disabled children is also |
vital. - - '

_Those sdpporting disabled children and young people within educatjon, care
'| and social settings should be aware of the mental health needs of disabled
children and be equipped to facilitate early identification of concerns, to offer




. jand support to parents: and carers in relation to behavioural concerns,

‘appropriate support or srgnpost relevant services to chrldren young people‘
: and famllles '

The coalltlon is very concerned that with- the increase in understanding
around the impact of early adverse experiences e.g. trauma on the mental
| health of very young children, there is no CAMHS service for the under 5s.

1 We would recommend that the Strategy prrontlses this both |n scope and
{ range. : :

Access to CAMHS should not be determlned by whether there is a
| diagnosed mental health disorder as psychology input ray be essential for|.
_ { some children and young people e g those with long term conditions or
N dlsablllty but who may not need the input of full psychlatrrc services.

Improved provrsron of accessible and approprrate post dlagnostlc support

including sleep problems and.relevant and appropriate would deliver better |

i long term outcomeés. Support in the form of mutually beneficial short breaks -
for disabled children and thelr famllles would also improve outcomes in the 1
longer term ' '

The natronal strategy also needs to consrder how it relates to_other key :
policy areas for chrldren 'such as GlRGEC or Additional Support for
Learnrng . .

[

Outcome 1 People and communltles act to protect and promote therr mental
health and reduce the lrkelrhood that they will become unwell

"1 Many children and young people do not have posrtlve self—awareness and .

»can suffer from serious bullying. Services or programmes for tacklrng self-

| harm and suicide should be accessible and not just in a physical sense.
Sometimes self-harming is related to communication-issues and an ~ :

: |ntervent|on to address depressron may not be approprlate T a

| The Strategy needs to promote ways that children and young people wrth ‘
dlsabrlrtres can develop a posrtrve sense of themselves ' , '

L Stats — In ‘Scotland, 781 people died by surcrde in' 2010. As the SG Choose‘ 1
Life Strategy ends in 2013, the MH. Strategy ‘'should give priority to |
continuing suicide preventron work : beyond 2013. This can ,and "should
include counselling and other forms of support to reduce self-harm amongst
CYP and those with ASN (e. g the Place2be in. schools) '

1 fSDC members felt the use of m_ultl-diSc‘iplinary"te'ams can reduce the |




_ , | Y
st|gma attached to mental health services and that more work should be
 done with children’ and young people directly. to challenge dlscrrmlnatlon

Chlldren and young people may also face indirect discrimination. if therr
parents have a condrtlon and we would support more work to help them

4The shanng of mformatnon on parents mental health is part of the GIRFEC
- system and a vntal component for the chlldren s well- belng

Educatlon should have a dlfferent view of mental health and rather see it as
a part of the global health of the individual. It is unfortunate that MH has a
separate referral system and we wolild recommend integrating it within
{ mainstream health which would help to_ remove the stlgma and otherness
that i IS often assocnated with MH

There is not enough -understanding of the issues facing people with
mental health problems especially amongst children and young people
and especially amongst those who are affected by disability and chronic
“conditions. The Strategy should continue to promote and prioritise work
streams to raise awareness and fight stlgma e.g. the See Me Campalgn
and Respect me are excellent examples of best practlce

Befriending.schemes and social groups are highly valued as both a form of
support and of early intervention. Despite the number of studies that
highlight their cost- effectlveness these schemes are not made available

| widely enough. : :

We would hlghllght the effectlveness of- programmes such as the Place 2 Be

(at present in 18 schools across Scotland) which embedded in schools and -
i local communities will-enable greater access to CYP with mental health
/|'needs. Many of these programmes; if not cost neutral, carry mlnlmal costs
“le.qg. Seasons for Growth.

P

. Outcome 2: Action is focused on early years and chlldhood to respond quickly
and to improve both short and long term outcomes ,

It is not always clear who CAMHS services are expected to provideé a-

| 'service to, often children with co-morbid conditions are not properly -
supported especially if they have communication support needs. The
“purpose of CAMHS needs to be more clearly defined as some parents and
» carers have been refused support because their child has-a dlsablllty and




- | sooner.

1

not solely a mental health or behavioural problem |
The CAMHS service needs to be made more widely avallable and in
particular not rely on the formal diagnosis of a mental health disorder which
» may exclude children who have mental health |ssues allied to thelr dlsabrllty
or Iong term condrtron , \ :

: ' N '
o Some fSDC members have hlghly valued CAMHS |nput and support but
{ had to wait exceptionally. long times to get help. They do not believe the
HEAT target fully addresses the needs of families. Many parents and carers
simply don’t know that the service exists or what they should be telling
‘professionals about their child’s mental health. Families and_carers need to - |
be much better equnpped with advice and information and supported much ' | .

1 We know from families that CAMHS is very inequitable across the country
“and that waiting times can vary enormously. A 26-week waiting time is just |
. 1 too long for a child or-young person. We would recommend - that " the
1 strategy- promotes best practice and sets an 18-week waiting . time . for all
| referrals and not just for those who will require CAMHS i.e. following initial
assessment, children will be signposted to the most approprlate treatment
_or service for them and thelr family. ‘

Nor should access to CAMHS be time- Ilmlted as we know that CYP
affected by disability and long term- conditions W|lI need support on an|
R ongomg and recurnng basis. B : |

Members welcomed the development of the ‘balanced scorecard system : -
but would like to see it extended to mclude information on a range of , '
condrtrons so information more would be avallable on dlsablllty and mental _
‘health across the country . e - - '

i;)@uestron 8t What addltronal natronal support ‘do’NES! Board
ilmplementatlon of the HEAT: target on:access to specral _

Comments

y Outcome 3: People have an understandmg of thelr own mental health and |f'
‘ 4they are not well take approprlate action themselves or. by seeking: heIp

Pl

' lnformatlon on mental health and supportlng servrces need to be-
| accessible, especially for those with commumcatlon support needs. This
covers not-only different formats but also the ways in WhICh someone may
\ conceptuallse feelrngs dlfferently :

~

There |s.'a need_to'buildmental hea‘.lthlpromotion,in to GIRFEC as'p“art‘of



the child ’plan

- There should also be work undertaken to raise awareness and of services
such as Hands on Scotland www.handsonscotland.co.uk (HOS) The
strategy needs more emphasis on the promotion of good and preventative
mental health and better coping mechanisms. within families and in the
‘community through resources like HOS and others. If this can be achleved
then we wrll reduce the need for crises management o
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‘ For a chrld ora young person with a dlsablllty therr needs should be addressed -
through the GIRFEC approach and this should mclude their mental health needs

/

. The support for family or carers is also very lmportant but members are-
concerned that this is an area not likely to be pnorltlsed in fundlng

If d|rect service support is - not llkely, then prrorlty should be glven to
| promoting resources like Hands on Scotland which will not only help front -
line workers make a difference.to CYP: lives, but also enable their families
and carers to benefit from the information, support, advice and techmques
.Hands on Scotland have recently developed an early years portal to. therr*
webS|te ' ,

\ h
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"Outcome 4 First contact services work: well for people seekmg help, whether
_in crisis or otherwise, and people move on to assessment and treatment
-servrces quickly. : : -

Around a third of GP apporntments are about mental health problems yet
research suggests that GPs do not feel confident in providing information on
mental health (Scottish Executive Health in Scotland,; report of the CMO
2003) . _ .

Member’s would like to see' GPs. develop a'lmuc,h,better und'ers'tanding of
mental health problems to better help fam|lles ' :

_ The Strategy should offer GPs regular CPD opportunltles in positive mental o
- | health and common mental health problems especrally when relating to |
“chlldren : PR : :

Parents family members and carers also need to know a It more about
mental health and what they should be Iooklng out for.

This applies equally to all practitioners and Staff tralnlng in MH should be
available not just for those working in the field of MH e.g. LTCs specrallst :
‘nurses, teachers etc so that they can inform, signpost and support families.

1
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Outcome 5 Approprlate evrdence based care and treatment for mental |IIness
is avallable when, reqwred and treatments are delivered safely and efflmently

The impact of the evidence for th"eweffectivenessk of early intervention has -
| not been fully measured; it appears that many areas of the country
_ experlence very different standards and outcomes :

- .

i\

Outcome 6 Care and treatment is focused on the whole person and thelr
capablllty for growth self-management and recovery : :

e

Many members were concerned that engagement d|d not make good use of :
approprlate adaptatlons for communlcation support. ‘

.Outcome 6 mentions the whole person and thelr capablllty for growth self-
management and recovery — it should be noted that any consideration of |’
the whole person must include the ‘wider family and the persons carers
‘partlcularly in regard to CYP affected by dlsablllty o

It is very |mportant to harness the participation of the users in service
'design  and delivery through existing opportunities such as a Service Users’
y Group within the relevant Managed Clinical Networks and family support
o groups for different condition e.g.. Autism, ADHD, Tourette’s etc. In
"| addition; service user involvement in service design and delivery could be
'}, improved by investment in the development of a forum for disabled children
and young-people and/or a service which aims to improve opportunities for
Disabled children and young people to be consulted upon with regard to
those things. which matter to them most.- Too often there is an expectation
that- consultation is happening without the required" lnvestment in the
resource reqwred to undertake thls ina meanmgful way -

5y -

Commumcatlon support: is now a part of the natlonal outcomes measurlng
. framework and should be- used as a measure of effective change. Along
with communication support it would be very important to include easny
accessible advocacy services. - . ‘
Interventlons such as Fam|ly Group Conferencmg to facmtate o

0 . 4 L

,9'

y



~

_%communlcatlon wrthrn the partnershlps and ensure the best p055|ble
: , ‘

outcomes for all concerned

Lt will be vital to proVide ongoing help when needed as CYP, affected by
'disability-and-LTCs do not recover in the conventional sense and will need
treatment and support possrbly for the whole of their hves

e

The SRN should also develop services to cover for the needs-of chlldren
‘ and young people and in particular, those. W|th a dlsablllty

Outcome 7: The role of family and carers as part of a vsys'tem of care |s '
understood and supported by professional staff.

>
S

fSDC is aware that families often feel that they’vare not Iiste‘ned to and in fact

support family or carers may need l
It is -also often unrecognlsed the |mportance short breaks can prowde a
: hfamlly E | y '

In thrnklng about the whole famlly, it will be |mportant to recogmse the
impact that a child’s- condltlon can have on their. sibling(s) whose mental
and emotional weIIbelng can often- go un- notlced when the focus is on the
affected ch|Id :

some have had very poor experiences of mental health services. A good'|
1 assessment should. not only take on board their VleWS but also relate to any

Agarn fSDC would hrghllght the need for tralnmg in communrcatlon support
needs. - ¥

There will'be a need to facmtate the provision of mformatlon _sources for
staff such as a one stop shop. All staff should-also.be aware of the support
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voluntary agencres can offer in terms of advrce support and mformatlon not
only on specific disorders but also on welfare benefrts and other resources

)

Outcome 8: The balance of community and inpatient serVices is _approp'riate to
- meet the neéds of the population safely, efficiently and with good outcomes.

,Members consrdered the rnformatron collected and commented upon by the
Mental Welfare Commission. They thought it may be beneficial if health
boards or CHPs should- be required to respond-to the MWC, if they do not

already do so, on what they intend to do to address issues rdentlfled in the
- 1 MWC Annual Report.

~ Outcome 9 ‘The reach- of mental health services is improved to give better "

" access to minority and. high risk groups and those who mlght not otherwrse~'
access services. :

, fSDC would be rnterested to know |f the ‘balanced scorecard’ could be’
| developed to build a more detailed picture, including outcomes with those
1 who have protected characte)[lstrcs under the Equality Act.

We need to  harness the power"'of systems ' like the Curriculum for
Excellence and make sure that the prrncrples of any Mental Health Strategy
are firmly embedded wrthm”CfE ’

’
e

wndarive st

Members felt that all those who come under a protected characterlstrc\

should be monitored to see if they are experrencrng any srgnrfrcant barrrers
to mental health servrces o . | .

There needs to 'be more focus on early intervention and support in order to

promote good infant mental health and reduce the negatrve impact of poor
parental mental health on very young children.- L S

Wrthln hosprtal settlngs mental health liaison for CYP plays a very |mportant 4
role i.e. the provision of a paedratrrc psychologrst :

1
!

When an mcreasrng number. of chrldren are becomrng looked after away! - .
from home by vrrtue of their disability and looked after chrldren are- 6 times '
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} more likely to have a mental dlsorder than those living with thelr families, it
§

; follows that. adequately resourcrng mental health prowsron |n ‘this area will

,,,,,,

. \rl'

Outcome 10: Mental health serwces work well with other serwces such as
learning disability and substance misuse and are integrated in. other settings
- such as prisons, care homes and general medical settings. :

fSDC members welcome the work being done on Iearnrng dlsablllty and ~

would like to see this extended to cover a more comprehensive range of
complex needs and chlldren and young people with communrcatlon support
needs. -

The strategy should demonstrate it has a clear understanding of what
barriers exist for children and young people with drsabllltles and how these
will be overcome.

The knowledge and’ underStanding around' Early Years attachment
psychology is an area of immense importance in the positive life outcomes
for. children ‘and young people and one which needs to be unrversally
recognised and understood across all servrce prowders '

Outcome 11: The health and social care -workforce has the skills and .
-knowledge to undertake its duties effectively and  displays approprlate
: _attltudes and behaviours in their work W|th serwce users and carers. -

‘Policies .and initiatives 'such as the SG's recent Common core of skills,
knowledge and understanding and values for the children’s work force in
i Scotland along with the current Improving Advocacy for Children and-young |
peop/e ‘Principles and minimum . standards will be . crucial in. the
_i implementation- of Promot/ng Exce/lence across aII health and social -care
settrngs : X

Clinical superV|S|on and support for professronals WI|| be jUSt as crltlcal as
support for carers: ' . '




fSDC members 'would I|ke to see'more information on who i is accessmg

services and what outcomes they are experlencmg .

In additio’n“to'improvinwéuunderSta*nding of communication support needs,
fSDC believes the |mpact of co-morbid conditions needs to be much better
understood o , o . - j

A
An mcrease in CAMHS prov13|on in general along with a W|den|ng of the
service to include provision for CYP whomay require psychological input |
but who do not necessanly have a dlagnosed mental health dlsorder or
need a psychiatric service.

| This should also as a matter of prlorlty include |nfant mental health

Outcome 12: We know how well the mental health system is functlonlng on the :
“basis of national andlocal data on capamty, actlwty, outputs and outcomes

Outcome 13: The process of improvement is supported across all health and "
- social care settings in the knowledge that change is complex and challenglng

and requires Ieadershlp, expertise and mvestment
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, ‘OutooMe 14: The legal framework promotes and supports a "'rlgh‘ts based
~ model in respect of the treatment, care and protection of individuals with
mental |Ilness Iearnmg dlsabmty and personallty dlsorders ‘

CYP should not be treated W|th|n adult mental- health wards The European R
| Association for Children in Hospital (EACH) charter '
http://www.ascscotland.org.uk/default.asp?page=66 ‘
states clearly that they have a right to be treated along with others of the |
same age- and stage and the right to access Education while there.
'GIRFEC principles and the protectlon the system offers should be extended |
' to all YP up to 18 (25 with a dlsablllty) admltted to adult mental health
' wards S . :

| There is a. wide- spread mlsundersta‘ndlng and mlsappllcatlon of the law
- | around consent and confldentlahty with regards. to children and young
1 people. The giving-of consent has nothlng to do with-age and- rests on the
capaC|ty of the child to understand the treatment and consequences of it..
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