Autism Strategy Review Groufspproved Minute
CLOSEMEETING
Monday 39 August2020
2.00pm¢ 4.000m

Virtual Meeting hosted by Zoom

Present:Gillian Barclay(Chair) Scottish Governmentabie Brook Autism Rights Group Highland
(ARGH)Fiona ClarkeParent representative_esley Evas (minutes) Autism Network Scotland (ANS);
Kirsty ForsythQueen Margaret University (NAjRichard IbbotsonlUniversity of Strathclyde, Autism
Network Scotland (ANSThom Kirkwood Aprex Associates Callum McCrossgnThe Richmond
Fellowship ScotlandAli MacDonald,Autistic Mutual Aid Society Edinburgh (AMASE)naMilne,
Renfrewshire Carers Autism Spectrumisddder Support Group;Brendan Nisbet Scottish
Government;Annette Pyle Scottish Government;,ouise ScottScottish Government;Catherine
Steedman Autism InitiativesCharleneTait, Scottish AutismBee VellacottInspiring Scotlandyick
Ward, Nationd Autistic Society (NASYjall, Autistic Mutual Aid Society Edinburgh (AMASE)

Apologies Arron Ashton Scottish GovernmentPauline Beirne,Scottish GovernmentAllison
Crawford, Inspiring Scotlandi-ran ForemanEducation ScotlandSandra Fergusor\HS Education
Scotland (NEShnne Marie GallagherGreater Glasgow and Clyde National Health Service (GGC NHS);
Stephanie RosePolice ScotlandDr Marion Rutherford Queen Margaret University (NAITohn
Urquhart, COSLA

Welcome and Introductions

Gillian Barclay (GByelcomed everyone to thenline meeting and adviseithe etiquette to
be used throughout the meetinggarding questionsLouise Scott (L&greed to monitor the
chat function during the meeting.

Previous Minute and Actions

The previous minutérom the closed meeting on 87 ebruary vasagreed.

Scottish Government Update Louise Scot{LS)and Gillian BarclayGB)

Two mpers were distributed prior to the meetingLSstated that SGis committed to
publishing a report ortheir progress towards the current priorities and to reviewing and
evaluating the impact of the strategy across Scotlandnstierationis currently being given
to how best to pblishthese reports. LSadvised thatJohn Urquhart (JUhad today passed
hiscomments on theScottish Strategy for AutisrOutcomes Progregsaper toSG

LSgavea briefoverviewof the distributed UpdatePaper.
1 Followingthe ASL Reviewublished in JuneSGis currently working with education

policy colleagues to publish thegsponse The plan was to publish these at the same
time, unfortunately due to Coviel9, this is likely to now be in the Autumn.



1 LSadvised that most of D @ark has been diverted to Covid® and thanked
Charlene Tait (CT), Nick Ward (N#id Catheine Steadmar{(CSwho broughtissues
and concerns from the autistic community whi&Ghas raised with other policy
colleagueslssuesnclude visiting care homes and those in supported accommodation
and SGis working to update guidance on those issues as well as day care services.

1 Inits initial stages, Theramework fofTransformatiorPlanis a documensettingout
{ D pridrities post Covidl9 for autism and learning disabilitieIhis will be shared
more widely with stakeholderand hopefullypublishedin the Autumn.
I Theartwork and visuals for the Marketing Campayad ¢ + | R Zakéllaspech KA OK
of the campaigns at the final stages of approvaDther aspects being progressed are
a website which some of the APOs are involved with aam@®Rcampaign getting
I dzA&aGA O LIS2 LI S Ohe ladndhatd iS @lanned/f&r tHe weBlgoi ®
October 2020.

Following comment on the accessibility of tiSzottish Strategy for Autism Outcomes
Progesspaper, LSadvised this was an internalorkingdocument andconsideration would
be givento how a published document would look.

GBstated that the Strategy was coming to an end and tB8&did not feel it appropriate to
enter into another strategymmediately given thecurrentdifficulties to be able t@achieve a
proper public engagement and consultation exercise before developing any new strategic
outcomes She went on to say th&Gis taking the next 18 months take stockof where we
areafter Covid19,to look at the priorities andhopefully get dist of future priorities following

that. SGwill beginwider engagement on #hpriorities for the next 18 months, within the
next8-10 weeks. Short term priorities will be passed to Ministéis weekand agreedvith

some stakeholderbefore publication for wider comment.

There were no questionaised

Updatefrom National Autism Implementation Team (NAIT)Kirsty Forsyth

AnUpdate Paper(appendix awas distributed prior to the meetingGB invited Kirsty Forsyth
(KF)to give a summary of the paper.

KFthanked policy colleagues and partners whed supported the work of NAIT during this
time and said that during the lockdown periodiggress hd been made on ongoing woihk
addition toNAlTadapting what they were doing to meet the immediate priorities &glies
raised during Covid9.

KFgave a detailed summary tife three areas covered in the update papeamely,Diagnosis
and Diagnostic Servicesducation and Employment

GBthankedKF,and acknowledged the woilkAlThad been involved iand asked the group
if there were any questions.

Charlene Tait (@) thankedKFand her team fothe work undertaken thenasked iflKFhad a
sense of the issudamiliesmight be facindn terms ofpost-Covid trauma, transitiong back
to schooland the support for those learners who thrived at horfiadinghomelife less
stressful than schoolKFsaidNAITstarted planningn May around the return of autistic



learners to school, to prepare and @wower teachers reéhe practicalities of what that might

mean for those individualsKFsaid there was a need to also empower parents to enable

them to engage in dialogue with teachemAlTis trying to work out practical support and

what implementationof the guidance looks like 3 Ay ad GKS o6F O]l RNRLI 2F !
ASL Review document.

GBsaid she was aware th&cottish Autismhad beenrunning the Advicand Chatines,
andasked ifthe questionarose fromfeedbackreceivedfrom these? CTsaid weall have

very strong awareness of what the issues and challenges are for families with return to
school, but wondexd what additional, practical, on the ground support theremid be? CT
stated guidance was really good, howevewas the range of avaitde supportshat was
important. GBacknowledged that although Covi® has allowed some people to work
differently, there is also the need to support those perhaps not as comfortable with a digital
or phone line interface.

Kabie Brook (KBjgreed witV ¢ QIAA Yy G GKIF G0 (GKS 3IdzZARFYyOS Aa NBI
happening on the ground and getting help or feeling supported is lacking and they are not

sure how this will changeTheysaid that autistic parentareveryconfused and anxious and

appear b have ben forgotten again.Parentfeel unable to send their children back to

schoolasthey cannotequatethe current guidance fron$Gre social distancing, mask

wearing toa schoolsetting It is also a lg transition for autistic parent&ith autistic

children (who might have found it easieduring lockdow). GBempathised rehe confusion

surrounding the guidance and said she will speak with colleagues in Education to gauge what
FdzZNI KSNJ adzLILI2 NG A& FGFAfLFofS G2 toRdRMBaa LI NB)

Nick Ward (NWhgreed thatwhat KBraised is very important and that guidance does have
to be there for autistic and noautistic parents on how they support their children back to
school. We need to think about all audiencéational Autisic Society (NAS)as called on
SGand the Deputy First Minister for all children to be guaranteed a transition plan back to
school. This has not been acknowledged yet by the Deputy First Minister or ASN Team.
Education and Schools committee has also moiiten to the Deputy First Minister.

GBsaidwe need to look ahelping children transition either back into schoolatramore
personalised learning approach if the online learning appraeatksfor them. Weknow
that for some pupils having a lot more flexibility around the way they learn has been
beneficial. Howwe support parent$o understand the transitioris also important GB
thankedKBfor their comments.

Fiona Milne (FMpgreed withNW, sayingshe findsit sadthat it has taken a pandemic to
realise how well people on the autistic spectrum can learn in their own environment with
digitalresources.FMwould welcome this going forward as an option for a person centred
educational plan

Fiona ClarkéFClasked if there will be any funding for schools for counselling for autistic
learners to discuss the impact of Codil LSthought that the Deputy First Minister had
announced funding for counselling services and will check this as well as link in with
appropriate policy colleagues regarding what this means for local authorities.

ACTION.LS to checlvailability of fundingfor counsellingservicesn schools andink in
with appropriate policy colleagues regarding what this means for local authorities



Update from Inspiring Scotland Bee Vellacott

AnUpdate Paper(appendix bwas distributed prior to the meetingBee Vellacott (BVis
one of the new Performance Advisers at Inspiring Scotland.

BV gave adetailed summary highlightingnspiring{ O 2 (i t Runti&diQharities work, the

Charities Resilience Programme and the Autism Community Involvement with the Marketing
Campaign, which isaltf way througtthe 3 round of Autism Advisory Fora. Two virtual events

have taken place one in Aberdeen ahone in Glasgow, chaired by Autistic People Led
hNBFyAaldAz2ya o! t h aspettivetyNdith i tddal df Z0 persong Riter{ding b  NB
andInspiring Scotlands currently in discussion witlutistic Mutual Aid SocietAMASEand

Autism Rights GrouHighland ARGHIre dates for the Edburgh and Invernessvents

BVasked the group for any questions or thoughtsd GBthankedBVfor the summary.

Ali MacDonald (AMD) advisedthat the Inverness and Edinburgh fongere yet to take place
asboth AMASE ath ARGH have significant concerngardingthe wayin whichtheseare
being runand theability of autistic peoplego haveany meaningful input into the process.

BVthankedAMcDand saidnspiring Scotlandvaslooking to adapt and evolve the fora to
ensurebetter accessibility AMcDa | A R (G KS LINRIid o8 tesewer@ yukiut 2 dza
that autistic people were being asked their opinion after decisiortstieen highlighting

that, when a criticism had been raisatla recentEdinburgh Advisory Forum, theyere told
GAdQa y 2 (LSlefateddhis, addavtieh gsked who had said #hicDreplied the

person who provided the update on the advertising campaigBexpressed her regret at

this andsaid she would speak to those involvddSre-iterated that SGwere taking this

processvery serioust and were willing to look at the role of the Advisory Fos&and

Inspiring Scotlandhave responded directiyto AMASEand ARGHo arrange a meeting

The chat facility was also extensivaled during this seion.

LSprovided background to thAdvisoryFora, stating theyvere established to allow autistic
people to give their views and ideas whigkre then fed backo the Steering Committee
whosevast majorityof members are autistic individualdtis therole of this Committee to

make final decisions regarding the advertising campaign. The Advisory Fora have been
involved to gain their views on both the marketing campaign and for decisions on the
funded charities.AMcDsaidthat this had not aligned wittheir experienceand again

expressed the concern APOs felt about the way this was being addressed with any criticism
dismissed.

LSreplied sayingsGand Inspiring Scotlandvere happy to discuss out withigmeeting to
which AMcDsaid there hadeen numerous meetings about thizlready WhenCTasked
AMcDwhat they thought would make the differencthey said Howing autistic people to
have an inpuss this iurrentlybeing sought after key decisions have been matieey
need to be given timéo discuss and asked before the meetirigVstated the purpose of
this fora was for autistic people to be heard and have an input in the camgaidrthat
what people are saying has been taken on board and changes made accordingly. The
campaign will go live i@ctober AMcDwas invitedto arrange another meeting



GBsaidthere are several aspects to the campaign, however, the one most are concerned
about is the TV advertiseme(®80-50 seconds longWwhich has taken almost 2 years to get to
the current stageEnsuiing engagement across the countrgis been difficult due to the

tight marketing timeframehowever, he keypointis thatat each point of the process!the

final decisions have been made by the Steering Commitieople may not have felt their
voice has been heard during this process, however they have tried to ensure sufficient time
has been given for that to happeBBis the only norautistic person orthe Committeewho

has a vote.

CTthen askedVif there would be an analysis of what the Bgof projects were that
receivedthe greatest demand tde able toshape resources going forward®Vsaid they
have asked their funded charities to complete their 6 month reports and will collate a
summary document otheir activities which will alsmdude a section regarding extra
demand and what has been put on hold.

Update from Autism Network Scotland Richard Ibbotson

An Update Paper(appendix cwas distributed prior to the meetingRichard Ibbotson (Ris
the new Director aAutism NetworkScotland(ANS) replacing Jean MacLellan in April.

Rl gave a brief overview of the papstating thatSGfunds2.4 equivalent staff whourrently
work with the Network. Rladvised that tle National conference will be hosted virtually,
week commencing'October, with further details of the conference amutesentation
format beingreleased in the next weekThe theme remaingutism and Human Rights and
will also tie in with the launch of the Awareness Campalghinformed the group thathe
re-launching of the ANSEmployment Networlks at the initial stages

Following feedbackrbm arecentLead Officers evenRlsaid thatwe need to mindful that
although access to online and digital platforms is useful, there are still autistic people who
do not have access to this format of communication for a variety of readRhis.conscious

of RS NAYy 3 + 20 I NRyiyiRaskalkiBedydRwiat weta® kofledtivelyS I NJ
doingto ensure the information, insight and knowledge gained is being used to inform

future activity.

Rlinvited questions.

CTasked howRlIsaw the Employment Network engaging WNIAIT, to which he aid he
hoped whoever was relevant withidAITwould join the forum. The frst meeting will look
at how the Network moves forward and who needs to be involvetfelt it wastimeousto
re-launchgiven the employability theme around the awareness campaign.

The group wishedRIwell in his new role.

Update from NHS Education Scotland (NE®nnette Pyle

An Update Paper(appendix dvas distributed prior to the meetingHaving met withSandra
Fergusorrecently,Annette Pyle (AP&advised that oth Jen Shields and Janine Robinson, the
autism advisers within NES have moved on fidESand have not yet been replaced. An
AHP will be joininflESwvhich willresult in3 x parttime postsbeing live withinthe next

quarter. NEShasa two year programme ofork which will be picked up on.



There were no questions raised.
AOCB

KBasked if the platform had been chosen for the conference as Autscape recently hosted an
online 4day conference using Zoom and Discord (chat faciyggreed b look at Discord
andadvised theplan is to use Zoonthe datform usedby Strathclyde UniversityThe
conferencewill be launched liven the Monday5" October, with pre-recorded

presentations (funded charities involved with the campaign, deliverynganipdates, APQs
plenary speakers et@vailableto viewthroughout the week on thNSwebsite &Youtube
channé. There will be #acility tocomment and ask questionahich will be collated and

given toa live panel Q & A session on Friday.

FionaClarke (FOxised thefollowing questiors:

Q: Can we please have an update for what is happening with regards to those mentioned in
the Coming Home Repdtand following on from the publication of the report from the

Joint Committee for Human RightsEmgland, should we be doing more in Scotland to look

at the extent of the problemZCexpressed concern for the population in the rep@yoth

out of area andverdue for releasén area placementsps well as thosevho were in area

and inappropriatelyplaced or had a exit plans.

GBthankedFCfor her questions antbld the group theCabinet Secretary fddealth and the
COSLA spokesperson for Health and Sociall@arestablishea short life working group in
June specifically tasked with looking délayeddischarge and out of area placements for
people with learning disabilities and autism as well as the people who have enduring and
complex mental health needsl heyanticipatea 3Gymonth timelineto produce a number of
findingsand short, medium or long term solutions. The group is due to report its findings in
September/October.

GBwent on to say that &the start of the Coviel9 outbreakmanypeople were on delayed
discharge however as hospitals were not deemed a safe g@fac them,places and social
carepackages were found, resultimg a big reduction in dischargés older patients
However, hishighlightedthat discharges fopeople with very complex needs had not
reduced or had been constant over the past 4/5 yaaith aresidual number of between 80
and 100 delayed in hospital beyond their clinical need

In the Coming Home report, 109 people urgently needed to be returned home and there
were a number of other recommendations such as strengthening communiticss, the
PBSommunity of practice and commissioning. Work is ongoing to try and improve the
situation of those three areas of recommendation. We do not know who the individuals
were as all information was anonymised, so no way of tracking their @ssgror was this
the intention, however, we do know the issues raised are still valid and curr@B®advised
that through her work with Glasgow University, Anne MacDonald has taken forward a
number of her recommendations, including developing a humiié&tasitive Behaviour
Support (PBS) qualifications and training and community of practice.

1 https://www.gov.scot/publications/comindhome-complexcareneedsout-areaplacementsreport-2018/
2 https://publications.parliament.uk/pa/jt201919/jtselect/jtrigh#/121/121.pdf



https://www.gov.scot/publications/coming-home-complex-care-needs-out-area-placements-report-2018/
https://publications.parliament.uk/pa/jt201919/jtselect/jtrights/121/121.pdf

In terms of commissioning specialist servig@Badvised that a @mmissioning everntad
takenplacein Edinburgh in DecembeFCcommented shéiad not been awaref this event

as some autistic people and APOs had asked tioNivedbut had received no further

details GBsaidparticipants were mostly third sector service providers alongside their
Health and Social CaRartnershipCommissioning officerdookingat models of care not the
individual circumstances of people who had perhaps had additional communication needs.

One of the recommendations being taken forward by shert life workinggroup is to

establish a register to help with proactive planningifadividuals, from transition age (14
years) with complex care needsGBsaid that with person centred work, there is no central
register as ware unwilling to categorise people into a service type. Howeweenisure

Health and Social CaRartnerships are more aware of who in their area will require services
going forward and what services they will negd are tying toestablisha central register

of needwhich will help mitigate againgt)S 2 L)t S ISGGAYy3 af2aG¢ o

FCacknowledged that not albcal authorities provided data for the Coming Home report

FyR adl SR dKIG AdQa y20 2dzad dK2asS ¢K2 | NB
being supported in thevrongsetting FCthoughtthat personcentredand methods of care

delivery and serice are necessarily disconnectasisome models of care are very person
centred(e.g.The National Autistic Taskforce Independent Guide to Care for Autistic People

FCthen asked whathe fundingpicture lookedike going forward for speech and language
therapists for autistic peopleespecially for those who daot have the means to
communicate

FCalso noted that a meeting witAnne MacDonald for autistic people to be able to
articulate their concerns around PB&d still not happenednd askedsBif this could be
arranged Graduates from the Partners in Policy Makingability Advocacy coursadalso
been expectedo meet with Anne.

The topic of PB®as discussed via the chat facility.

GBsaid in terms of speech and language therapists, we skPRauline Beirne (PBnd
askedKFif she had a view othe availability of speech and language therapigt®said that
nationally a lot of work had been done around the AHP workforces and will follow this up
with PBwho said they would have more data on where gaps are locally in each local area
around AHP capacitgnd what their gap in workforce development was.

On the issue of PBGBsaid it might be helpful to invite Anne MacDonaldaomemberof

the PBSPracticeCommunityto this meeting to open up the discussion on the approaches
being taken for those with autism=Cagreed it would be good to speak with Anne and said
it would alsobe a good opportunity to bring autistic specialists and academics to the
meeting such as Dr Damian Miltoof the National Autistic Taskforce.

GBadvised there is £62m UK funding aimed at getting delayed, discharged, clinically fit
patients back into the communityf whichScotlandwill receive a consequential amount
How this willbe spent is being lookeidto.

3 https://nationalautistictaskforce.org.uk/aindependentguideto-quality-carefor-autisticpeople/

Ny


https://nationalautistictaskforce.org.uk/an-independent-guide-to-quality-care-for-autistic-people/

FCraised dinal concern regarding need to understan@vhen different interventions are
appropriateand their risks.

GBbrought the discussion to an end, sayihgite were a lot ofinresolvedssuesand re
iterated the needo invite those previously mentioned to the nestbsedmeeting.

ACTION:APto speak with PB réAHP workforce data.

ACTION: GB Invite Anne MacDonald and relevant parties to the next closed meeting

Future Meetings

Rlsaid thatMidlothian are creating a proposal with date suggestionstfa next Open
meeting it was agreed thaltesley Evans (LE) circulate details as they become available.

The PBS meeting to be schedifer September/October depending on date of Open
Meeting.

End ofClosed Meeting

Minute Approved by SG



Appendices

Appendix a¢ National Autism Implementation Team (NAIT) Update Paper

National Autism Implementation Team (NAIT)
Strategy Meeting 3™ August 20 J

implementatio
team

Significant progress made on ongoing work during lockdown period, in addition to active responses to issues raised
due to Covid-19. These are detailed below in funded areas of Diagnosis, and pre/post diagnostic support, i.e.,
Education and Employment.

DIAGNOSIS

Adult Diagnostic Pathway Guidance: progress during Covid-19 shutdown

During shut down, NAIT have provided specific support to a central belt adult ASD diagnostic service who
were in a position during Covid-19 to trial the adult diagnostic pathway guidance and subsequently
reduced their waiting times

Lack of adult diagnostic services, requires an adoption of an approach of mainstreaming ASD diagnosis
within adult mental health services. This requires Psychiatrists to engage with this agenda. NAIT is a)
working with the Royal College of Psychiatrists on a position paper for their profession. b) working with
Adult Psychiatrist from each Health Board to build an ADHD Pathway (has a pharmacological intervention)
as a platform to translate into a neurodevelopmental pathway. This work engages the Principal Medical
Officer - Psychiatry, Nursing Advisor (Mental Health), and the Chief AHP Officer.

Children Diagnostic Pathways Guidance: progress during Covid-19 shutdown

During shut down, NAIT have provided specific support to a central belt children ASD diagnostic services
and subsequently reduced their waiting times

NAIT held a national event with all Health Boards including medical leads, & AHPs (Dec 2019)

NAIT developing national neurodevelopmental guidance with these national services (ensuring Autism is
central to this diagnostic process)

NAIT provided significant feedback to Children and Young People’s Mental Health Programme Board —
co-chaired by Scottish Government and COSLA (based on Denise Coya's work). Feedback was in the
areas of a) the neurodevelopmental service specification and b) the Community Services and Supports
Framework. Meetings shut down during Covid-19 and not re-established yet.

Mapping service as a result of Covid-19

Diagnostic services were (alongside other NHS services) either a) paused in direct “non-essential” face
to face clinical appointments, or b) shutdown with staff redeployed to acute covid-19 response

NAIT completed a scoping of diagnostic services in Scotland during the Covid-19 context, as a basis for
moving forward

Virtual Guidance required as a result of Covid-19 (Child and Adult):

Significant number of requests from national adult and children’s diagnostic services for guidance was
received by NAIT in lockdown
It became apparent that both adult and children services were using virtual platforms for the first time and
practice was not consistent across the country (making diagnostic practice vulnerable)
NAIT, therefore,
e reviewed scientific literature,
engaged with national psychiatry & paediatric experts,
talked to diagnostic services about their experiences of what was working and not working,
reviewed digital governance issues with Digital Health and Care Scotland Directorate
build the draft guidance document
The document has been reviewed and endorsed by,
o the Royal College of Psychiatrists (Autism Subgroup)
the Royal College of Paediatricians & Child Heath
the Royal College of Occupational Therapy
the Royal College of Speech and Language Therapy
Digital Health and Care Scotland Directorate

0 0O 0 O

EDUCATION (pre & post diagnostic support)

Ongoing work through Covid-19

In response to the Deputy First Ministers round table action plan, since the last meeting NAIT have worked
alongside partners to:

o  Supported Education Scotland to build the module for the Primary CIRCLE for teachers CPD
Added significant material to the Autism Toolbox hosted by Education Scotland for teachers CPD
Drafted planning for Initial Teaching Education (ITE) Autism materials
Presented at University of Strathclyde’s ITE Immersion days pilot
Completed draft of General Teaching Council guidance on Autism, now in review with GTSC

O O 0 O

Parent Guidance required as a result of Covid-19:

School were closed during lockdown requiring autistic children to be supported with school activity by
parents at home






