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Meaningful engagememnt

What is 1t?

The world Health Organisation defines meaningful engagement as:
"the respectful, dignified and equitable inclusion of individuals with lived experience in a range of processes and a
within an enabling environment where power is transferred to people; valuing lived experience as a form of expert
applying it to improve health outcomes".

For engagement to be effective it is important to present a clear purpose and intention, adopt an inclusive
approach that defines the purpose of the engagemamt what subsequent actions will be undertakeloo
often there is no follow up. Feedback to the participants is crucial.

This resource has been developed to provide background information about the lives of people with profounc
learning and multiple disabilities (PMLD). If meaningful consultation and engagement is to take place with thi
group it is crucial that there is an understanding of their lives, otherwise misunderstandings and misconceptic
may misinform the engagement process. The lives of this group of people are very complex. It can be dauntir
for anyone undertaking engagement to enter irstaialogue/conversation about what may be very difficult
topicsand that might unintentionally impact negatively/promote trauma responses on both the person being
engaged with andhose undertaking the engagement.

Stories have and continue to be central to the worlPAMIS and this resource contains stories that will help

inform a consultation/engagemenprocess by providing an insight into the lives of people with PMLD.
R 3 .
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| Can engage with you

If ¢ You Can listen and hear my story

Story has always been central to the work of PAMIS and this resource celebrates this. It dussunet or describe ever
aspect of people's individuatories, it does provide an insigla,glimpse, into some of the lives pkople with PMLD anc
will support a better understanding in order more meaningfully engage. Through these stories some of the challet
and barriersthat are faced are recorded alongside soméhaf highlights. It sharethe many different wayshat people
with PMLD camngage but this does take time, familiarity, understanding, patiencetraustl It will support the journey o
engagement.

Profound means deep, wise, expertembark on this journey with the best educators we have, those with profounc
learning and multiple disabilities

This resource is a living document and will constantly evolve over fline.passport is easily navigated, just click on th
relevant bubble on the contents page to skip to the section you require.

Further information on the PAMIS story consultation towlll be added to the resource in due course.
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| Can

& Canis a challenge for us all to use our imagination, expertise, influence, and
passion to ensure that children and young people with profound learning and
multiple disabilities and their siblings have the same access to a safe, healthy and
KIF LI OKAfRK22R Ida 20KSNJ OKAf RNBY R2o [ SiQa
addzLJILI2 NI GKSANJI RNBI Ya oé

Jenny Milleg CEO PAMIS

The themes in this document are taken from the PAMIS presentati@an if You Caand have been
identified by families as areas that are important to discuss in terms of enabling children and young
people to live their best possible life. Each theme is a snapshot of the topic discussed. They highlight
barriers and challenges that this group of people and their families have to overcome in order to access
their right to a safe, healthy and happy childhood.

The sections in the story toolkit are the inspirers of change. Stories can influence change by enabling the
individual to change their own narrative. They can support communities in their understanding of the
people living within it. They can enable those working with people with PMLD and their families to better
understand the aspirations and needs of the people they are supporting. Storytelling and narrative helps
support all of us with our physical and emotional wading, and it can be fun!
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This is a snapshot of some of the important therttest are relevant to people with PMLD and their
families, it is by no means comprehensive due to time constraints.

The story and narrative toolkit section is a brief overview of some of the tools a story practitioner might
want to utilise. Itshould behighlightedthat each of the methods mentioned are models of practice in
their own right and should not be attempted by anyone who is not trained in their use. The PAMIS story
practitioners are highly skilled in story and narrative work as well as family support. They are sensitive
to and have experience of supporting the trauma and emotion that might surface as a result of

retelling storiesin both story listener and story teller.

Workingwith story is powerful, effective and life changing. People and families need time and support to
tell their stories.

[
thanks to 742680 for use of image pa’n ’S
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Stories for Understanding and Engagement

People with PMLD and their families are some of the most excluded within
our communities, and currently some of the most isolated.

A person with PMLD has a profound learning disability, most will have a life
limiting condition and b&on-verbal; a wheelchair user; doubly

incontinent; hearing and visually impaired; epileptic; gastrostomy fed and
have respiratory problems requiring suctioning and oxygen.

| F Ay 3 | LINPF2dzy R €t SFNYAYy3I RA&IFOAT )
understanding, and experience of the world is-bBféering and different to

those who either have a mild or moderate learning disability, or those who

do not have a learning disability at all.

Caring for a person with PMLD is an intensive and isolating role; many
family carers provide this 24/7 with little, if any, respite.
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Stories for Understanding and Engagement

However, PAMIS recognises that profound means deep wise and expert. This group of
people never cease to amaze us with their contributions and insights. PAMIS ensures
@ that they and their families are recognised and valued for this. Their role in education
of communities and practitioners in how to care, how to act with compassion, how to
communicate, how to be solution focussed and importantly how to work together is
essential if we are to develop inclusive communities.
i)

Only when we bring together the expertise and knowledge of a whole team including
the person with PMLD and their family carers do we begin to understand the needs of
this marginalised group of people and develop ways to ensure they realise their
dreams and potential.

<] People with PMLD are our best educators and all they ask is to have the opportt %
I&/. to be valued for who they are, supported to live their best life and have the sameg
opportunities in life as everyone else.
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The resourcel Can If You Can

Through providing insights into the storiesf
their lives the people with PMLD and their
families make a valuable contribution to
develop ourunderstanding of how to
meaningful engage with them.
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The PAMIS Digital Passport

The PAMIS Digital Passport was developed by people with
profound learning ananultiple disabilities and their family

Carers. Contents

Uniquely, the passport, and the information contained

s Chapter 6
within the passport belongs to the person. Chapter 1 Chapter 5 i
. p
Me my family Fraegeneey My contacts
and friends
Chapter 3
My caregeeds
Development of the passport is led by the person with PMLD, S
. . ‘e Chapter 7
and supported by their family carers and/or the practitioners Chapter2 Hospital Passport
supporting the person. Things | like and dislike Guardianship &
Chapter 4 Planning for activities

My Comimunication

The PAMIS Digital Passport uses video, photographs and
description to provide a platform for people with PMLD to
express themselves unambiguously and in the way that suits
their chosen communication best.
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The use of digital story

sharing and selhdvocac

Becausegieople with PMLDare excludedfrom most of the waysthat their peersuseto maintain
their relationshipsand expresshemselves socialmedia,blogging,online gamingetc, childrenand
youngpeoplewith PMLDare one of the most digitally isolatedgroupsever, and their contribution
to the societyaroundthem isfragile,easilylostand dependson the actionsof others

For PAMIS,and for people who have PMLD,and for those
beyondthat who need supportfor communicationthe free
PAMISDigital Passportoffers a truly personcentred, citizen
ownedway that peoplewith PMLDcanshowwhat their lives
are like andwhat supportthey need

By using a mix of story, personalnarrative and a sensitive
approachusing film and photography,and then conveying
this within a resourcethat was developedby people with
PMLD The PAMISDigital Passporthelps us to make steps
towardsacknowledgindghe livesof thosechildrenand young
people that live with a profound and multiple learning
disability small steps for us, important and necessaryfor
them.
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Hidden Voices

Livingat the edgesof a spectrumhasits own risks Thosewho havea very
mild learning disability may be able to articulate their lives, needs and
experienceswvell, and might find some of the adjustmentsput in place for
thosewho havea greaterlearningdisabilitypatronisingand un-necessary

Conversely,those who have a profound learning disability can find
reasonableadjustmentsthat are in placefor & S @S Na@#h@h#ss learning
RA & | aexcludinguhsuitableandjust not enough

Theirvoicesare drownedby those who are louder and more able and there
is a risk that those in positions of influence will miss the voicesof the
quietest

This is where adjusting how we listen and respondto people who have
profound learning disabilities is vital. At PAMISwe advocatethe use of
multiple different waysof supportingpeoplewith PMLDto showtheir lives,
their hopes,their dreams,their promise We support them to lead on the
24-hour care that supportsthem and own their experiencesso that their
livesare valuedby others.
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And people listen

¢2 GSIFOK 20KSNAR GKIG GKSe@
and can advocate for themselves give consent and
show you what they need if people listen more
appropriately.
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But it goes way beyond health and social

Ol NB Yy SSRa&X
How are Digital Passports being used? parnis

My sister put photos of her at

ShDWS DEGNE What | can dD, Uni on it promating a more inclusive society
and how | like things done Has videos of my gran telling
Helps people learn howtosee . i before che died
f , 1 . e stories before she die
It's how my brother’s me! As a friend, a sister, a Lets e express my own
g'r'%e“d got to know brother, an individual excellent musical tastes
me ) _ ) | have my Picture
Contains cute videos of Symbols and my
t's a repository formy  my dog and hens :D alking mat on it
memories and Photos yeips me toshare myown ~ Everyone from churc
_ personal information just like put their picture on my m
HElpS pEGplE include you. passport autograph page
me in decisions Helps me to contribute to My Digital Passport
It's my cultural consultations and take part in
research

history How many sugars do |

take in my tea?? . a  Helped me grieve for
Contains my Christmas i ® my Grandad

card list!

WWW.pamis.org.uk




From a place of understanding

All aspectsof health care are affected by how communicationand listeningtakesplaceand is interpreted. Truly
understandingwhat the personwith PMLDis sayingneedstime and effort on the part of those seekingto
understand

Often we canonly do that if there is a bridge a way to show, for example,what oral health careis to someone
who canonly communicatewith their smile,how effective body shapeprotection and positioningcan meanthe
difference between someonesitting at the dinner table with their friends and peersat school,or & 6 S & & B ¢
their wheelchairin the cornerof aroomalone

S.  pamis
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Every picture tells a story

We use video, photographs, and stories to

separate the layers and show unfamiliar carers We use pictures to illustrate what their body positioning
FYR AdZJR NI &GHFF K26 2Sh‘¥°"§ keipndyve yseg mulliieppproaches to show how ste
needs in an unambiguous way. adzLJLI2 NI "LIS2 L)X SQa O2 Y LX

transmons The use of story allows the narration to be truly
person centred and helps to remove barriers and grow
compassion, empathy and understanding.

Everyone needs support at some time to help them
advocate for their own needs and children and
young people with PMLD are no different.
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Health and Wellbeing

Whenwe think of the health and well-beingof peoplewith PMLDwho do
we seehere?Dowe seesomeonewith a disabilityand rushin to do what
we canto alleviatethingsfor the person,or do we seea personwith ability
and listen to their voice of experienceguidingus to supportthem? It can
be obvious,or it canbe subtle

At first glance everyonewith PMLDwill needconsiderablesupportandthe

majority will need support 24/7 for their entire lives Thisis becausenot

only do this group of peoplelive with their complexdisabilities,but they
also live with other conditions that are seriousin their own right, for

exampleepilepsy,mental health challengesmobility constrictions,sensory
impairmentsand chronicrespiratorydisease

Many will have lived through supportive, though serious surgeriesto
implant gastrostomiespr spinalrods, or shunts

The instancesof related trauma is high and the opportunity to have
appropriatepsychologicasupportand counsellingor this is non-existent

Therapeuticinterventions,if we are not careful, drive their entire life and
within the stories, we see what is important for the personapart from
therapeuticwork.
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Avoidable Deaths

It goeswithout sayingthat becauseof their complexhealth
conditions,thesechildrenand youngpeoplewill haveshorter
lives, and many will live and die without having the
opportunity to make their personalitiesvisible beyond their
disability

Researchon the deaths of people who have a learning
disability show us that many will die of avoidable causes,
often becausestaff do not know or understandthat illness
can presentvery differently when someonehas a profound
learningdisability,and supportinga youngpersonwith PMLD
to advocatefor their own health and careusingmethodsthat
are appropriateto themisvital.
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The Importance of Protection of Body Shape

and Postural Care

Peopleliving with profound learningand multiple disabilitiesare at
risk of deterioratingbody shapewhich canleadto problemssuchas
restricted function, skin breakdown, pain, eating, drinking,
swallowing,and breathing The problemscan be so detrimental to
individualsthat they require surgicalintervention or can contribute
to avoidableand prematuredeath.

However,postureand positioningcanbe managed24 hoursa day, 7
daysa week to support the maintenanceor improvementof body
shape This processof supportive posture and positioningis often
referred to as postural care and, after information and education,
canbe implementedby anyoneinvolvedin the personwitht a [ 5 Qa
life. Posturalcare canstop, slow down or reducesomeof the issues
mentioned above,enablingthe best functional movementpossible
including head support making it easierto communicateand take
part, minimizing skin breakdown as pressureis better managed,
reduce pain as musclesare no longer being pulled, strained or
stretchedin an uncomfortableway, where possiblea safe swallow
can be managed making eating, drinking and swallowing more
tolerable leading to less chance of aspiration and respiratory
function can be managedin a way that enablesthe best lung

function possible pa’nls
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People with PMLD use their Passport in pionee

To maintain their independence and lead on describing their own complex care needs in an accessible way.

Postural Care for Sitting

Ensure bottom is

positioned well

back in chair and
pelvic strap

secured firmly
where present. ’
Ensure feet are

supported and
head and trunk
positioned and
supported in an
upright, midline
position where
possible.

Doing Chores

Here is my favourite song N
about eating > | E——

Links

Your Posture MatteffurasLearn page, this is the national One Stop page for postural care in Sciamd:
Posture Matters [Turas| Learn fihs.sco}

Rates, causes and predictors ofalluse and avoidable mortality in 163 686 children and young people with
and without intellectual disabilities: a record linkage national cohort study | BMJ Open

SLDOfilm: Reducingchild deaths from chest infections | Publications| Scottish Learning Disabllities
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https://learn.nes.nhs.scot/60811
https://learn.nes.nhs.scot/60811
https://bmjopen.bmj.com/content/12/9/e061636
https://bmjopen.bmj.com/content/12/9/e061636
https://www.sldo.ac.uk/publications/reports/sldo-film-reducing-child-deaths-from-chest-infections/
https://www.sldo.ac.uk/publications/reports/sldo-film-reducing-child-deaths-from-chest-infections/

Sharing Postural Care stories

Postural care is lifelong, life enhancing and possibly life extending in some cases. Therefore, the
ability to share their own postural care story could be incredibly powerful for someone living with
PMLD. This can be a way of helping the people supporting someone with PMLD not only understand
the reason why they are following a postural care plan from a protective perspective, but also the
function, ability and opportunity that is being created.

Postural Care for Sitting Postural Care for Lying

Postural Care and Management

Ensure bottom is
positioned well
back in chair and
pelvic strap

secured firmly
where present ’
Ensure feet are

supported and
head and trunk
positioned and
supported in an
upright, midline
position where

Postural care is not intuitive!
Simple Stuff Works tells us that:
“Postural Care is the gentle,

respectful, consistent and effective
means of protecting body shape”

Postural care impacts on:

* breathing

= eating and drinking

= pain

* communication, behaviour &
relationships

= overall, quality of life

rted by a [ Tap here 1o watch an Intracuction to
w or other system. ¥ G Postural Care
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What further outcomes are needed to ensure people with PN

to access digital to have their voices heard?

Currentlythere are pocketsof work beingundertakenaboutthe useof digital on the livesof
peoplewith learningdisabilitiesbut these do not tend to includethose with PMLDasit is
assumedhey cannotusetechnology

ThePAMIDigitalPassporhasbeenrecognisedasa gold-standardresourceto help children
andyoungpeopleto overcomethis exclusionhoweverfor this to be aseffectiveasit canbe
the, children and young people need to take the lead and show the world what they can
achieveandwhat better wayto do this than throughvideo,picturesandstories

The attitudes of those supportingthe child or young personare very important and it is
crucialthat people are aware just how much the passportcan help them understandthe
livesof peoplewith PMLD

The PAMISDigital Passports a living documentthat growswith the child but if aspectsof
the their livesare capturedin the passportthen it becomestheir personallife history. The
passportgivesthem the ability to show the world who they are, what they love and how
they communicate It offers endlessopportunitiesfrom capturinglife stories,family histories
and anecdotaltales of important life events It givesthem a voice but is up to those that
supportthe child or youngpersonto makethis a reality by not only creatinga passportbut
by usingit onceit is created
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Inclusion

-

Inclusion requires an understanding of wheé

and how an individual wants to be includec
It will mean different things to each

individual and it will change over time.

For evidence of good practied he National
Galleries if Scotland@Modern 1) has
developed an inclusive model. They

considered the physical space, listened a

learnt from families and other organisation =

and then considered the story space. The things they love to do and it is no different fo
link everything to their collections and people with PMLD and their families. From
installations, so they are meaningfully festivals, to museums and art galleries. Fro
including people with PMLD that visit. culture to heritage and sport families just wa

This is inclusion in a public space for thos to mke memories Whlle>thc>ey) can.
that can and want to attend. They constant = —
reflect on their events and the family event
contain something for everyone.

a HUGE thank zou to
George Webster
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his Is ME
Mllaandllove adventures. SNBE I NB d42YS 2F Y& | ROSy(idNBao

~ Inmy cbﬁmunity | attend guides and go to guide camp.
| love going on holidaynd doing new things.
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Some of Prunella's Adventures.

Prunella loves to have the same opportunities as you otriclusion for Prunella is being able to try new things and
participate in her own way in an accessible physical and social environment.

e

pamis

romoting a more inclusive society



Prunella's Adventures.

an only access the festival because the PAMILOO is there.
| can only go to théNational Gallery of Scotland and take part in fabulous opportunities because there is a Changing
Fces Tollet and people there who make sure the activities are accessible to me.

i 00 fHpamiloo §




| WANT PEOPLE TO WORK TOGETHER TO ENSURE | CAN ALWAYS HAVE FUN AND TAKE PART IN EXCITIN(

{OME AND ON WEEKENDS AND HOLIDAYS
ow to view our work.

- For more about the exhibition please click on the lihitps://app.smartify.org/groups/your -art-world-t9bso

pamis
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What further outcomes are needed to ensure
people with PMLD are included?

There will be some people who cannot attend
events and offering outreach would provide
possibilities for purposeful and meaningful
activities and contribute significantly to lifelong
learning

Thiscouldbe embeddedin communitiessupporting
the outcomesin TheCulturalStrategyfor Scotland

»
-
P
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Inclusiong requiresaccess

I oFa M g0

PO2ka K DIt fBNE 27
2 RS NI RIANTigedzNH K

Accesdor peoplewith PMLDmeansthey should
be able to accessthe physical environment
easilyand know that they cango out for a day
justthe sameaseveryoneelse

PAMIShas been weaving together accessible,
inclusive, and creative communitiesthat offer

increasedopportunities for people with PMLD
to enjoy book festivals, music festivals, nature

festivals, OK A f RNFVAIS dart galleries,
museumsheritage,folklore.

To enable this we have worked with
communities to support them with physical
accesdan terms of ensuringthey have Changing
Placestoilets in their buildingsor they hire the
PAMIS mobile Changing Places toilet the
PAMILOOto ensurepeoplewith PMLDcanbe a
part of their communities

The latest PAMIS Changing Places report
highlights where people would like to see

ChangingdPlacesn the future. .
amis
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Changing Places Tollets

4. Places people would like to see CPTs provided...

1. Country parks / openspaces A\
2. Tourist attractions

3. Transport networks ‘JLL@_

;-i:‘::flta‘“ment venues The second highest number of registrations in
WW? 2022 was in the arts/museums/library (21.43%).
ourist attractions 9.9 721 gyt .
Transport networks sa% 702 2 facilities were registered at the Burrell
EnteWnt 53.4% 643 . . .
Egﬁ””m- oy C_oIIchon in Glasgow _and 1 at Centre Stage in
Leisure, sport venes wan 583 Kilmarnock, a performing artentre.
Public buildings / libraries / places of worship 457% 550
Other 7.3% 88 . . 5 A a -
The table is based on an overall sample of 1,204 (includes fully and partially completed responses) -ITIIS Informatlon Indlcates that people Wlth PMLD

and their families want to access their
communities the same as everyone else.

Building legislation is supporting this access but
more awareness is still needed so that
communities understand that changing places

pagis -  toilets really do change lives

@

Smisori ek 1 ommml
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Supporting Inclusion and Equality
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Purposeful and Meaningful Activities

People with PMLD require support to engage in
activitiesthat provide meaningand structure to their
lives Understandingwhat this might look like for the
individualrequirestime and a deep understandingof
the person

Repetitionof the activity enablesthose working with
the personto make an assessmenbf whether the
activity is being enjoyedor not. It providestime and
space to explore an unfamiliar environment or
activity.

Aswith all of uswhen participatingin new activities,
we require a rangeof information and supportto take
part. Before we can make a decision,as to whether
we want to carry on, we require to have time to
processthe experienceand for a personwith PMLD
thisis no different, exceptit takesa lot longer

C




Purposeful and Meaningful Activities

Purposefuland meaningful activities for people | can t ake
with PMLD, as for all of us is unique and
individualised We need to spend time with
people who know and understandthe individual
to ensurewe providea rangeof activitiesthat are
right for the person Onesizedoesnot fit all and
for many the activities that should be available
are onesthat we all take for granted

Accessibleand inclusive activities need to be
plannedfor all. If we considerthe needsof those
with the most complexneedswe will get it right
for everybody

Accessing practitioners such as Occupational
Therapistswill support the right adaptationsto
be madeto activitiessothey are accessibleThey
will also provide ideas about how everyday
activitieslike cooking,baking,washing,gardening
canalsoprovidestructureand meaning

Purposeful and meaningful activities support
improved health and well-being and a senseof
achievementfor people with PMLD as well as
offeringlifelonglearningopportunities




Purposeful and meaningful activities

Thebreadthof activitiesthat we all havethe optionsto try out shouldalsobe on offer to people
with PMLD We just need to recognisehow someoneis choosingtheir preferred activity and
provide opportunitiesto try out new things Drama, art, dance,music, and storytelling, skiing,
surfing,boating,riding, cyclingg with adaptationsandimaginationsomuchcanbe on offer.

Thepositiveimpact of exercise movementand activity is well documentedand is as beneficial
to peoplewith PMLDasit isfor everyoneelse

AWARENESS j

Shows response,
consciousness,
acknowedgement or
recognition

INITIATION = < CURIOSITY
A self -directed request, The need, thirst or desire

movement or indication, to explore, know about,

an intention, want or need
ENGAGEMENT
INDICATOR
DEFINITIONS

How does your student
show each of these
‘Sticking with it": (verbally/non-verbally/
continued effort (may be body language/ other) in a Actively trying to find out
in short bursts), high interest situation? more within or about an

erseverance, , i ;
P (state supported, prompted activity or experience

det. i , ref: T
“gveuporletgo or independently) < INVESTIGATION
PERSISTENCE

Light bulb moment':

Shows expectancy or a new or repeated action
prediction asaresultof ||  orexperience (planned or

ANTICIPATION > D ey cha jegn‘“j:f;““; DISCOVERY

excitement, etc.
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This Is Me

l'love Sstories, music, chocolate cake and spending time with my
family and friends. | love swimming with my friends. | live in
Kirriemuirwith my mum, my brother Taylor and my sist&yperRose.




More about me

My name is Leo Bruce Davidson
| was born or22/09/2014

| have Infantile Neuroaxonal Dystrophy, | am
nonverbal and a | use my wheelchair

My conditions affects my life in many ways and
| require support with my personal care,
dressing, eating and drinking as well as
accessing my local community and enjoying
purposeful and meaningful activities in my
community.

My physical and emotional webeing are

Important and necessary, to keep me well but
0KFG R2SayQi RSTAYS YSo
| am a very sociable boy and love being around
others. | love playing with my friends.

‘ promoting a more inclusive society.



Health and Welbeing

hen | was 18 months old my mum saw a change in me and took me to the doctors. My mum went |
and forward 6 times trying to find out answers. | was two and a half years old when | was finally seen
mpatient' at hospital. Then | had to wait a year and half for funding for genetic testing. My mum was t
told was then toldnfantile Neuroaxonal Dystrophy. This affects my nervous system and eventually | wi
difficulty moving.
| have problems moving independently and breathing properly. | am prone to infections like such as
pneumonia.

A Itis important to know about my medical condition and that | will slowly deteriorate over time. This
can include loss of sight.

| need help with all my personal care, with dressing and undressing, well as all my exercises for my le
hands and arms.

| love the hydrotherapy pool because | can go swimming with my friends.




Equipment | need

Standing Frame

| A | used to have aeckeyhorizon standing frame. | got hoisted
Into this supine then the standing frame was tilted into an
upright position that was right for me.

L R2y Qi R2 (0KAA&a y2¢ la L IY

Splints

| A These have been provided by the Orthotics Service who stol
be contacted if there are any issues.

I Ch Qa

A lhave AnkleC2 20 hNIK2aAaQ O0KFaO L
good position.

Resting Hand Splints
A These help stretch out my hands and are used at home




Communication

| can:

A Recogniséamiliar objects, photos and pictures

A Point to things that are near to me with my fingers and hand. | useauoglisationsind
facial expression to communicate. | use some gestures and signs to tell you things.

A Point to pictures in my communication book to tell you what | want
¢CKAA ¢Fa gKIO L dzZaSR (2 R2 02 AYyGdSNY O
enough to press my switch any more.

Storytelling over time:

A Someone would place the voice output switch on my tray or table where | could reach
it during a story or song. The switch would stay there until the end of the activiat
helped me to learn how to use it at the correct time. | might have pressed it lots of
times during the story but | was still learning when to press it and it was very exciting.
2 KSy Al OFYS GAYS F2NJYS (2 aaleé ve f
give me time to press the switch. They gave me lots of praise when | got it right and
0KSe A3JYy2NBR YS ¢6KSY L LINBaaSR UKS aga
but | still love stories.




Big Mack Switches

This simple communicator has
lots of uses! It's easy to record
speech, music or any sound into
the BIGmack

Record a repeated phrase from a
story or song for me to play back
at the right time.

L f20SR R2Ay3 (KAA&
able to do it now.




Health and Weibeing & ME!

| JUST WANT TO GO SWIMMING WITH MY FRIENDS.

You talk of posture, of stretches and risk

¢ KS& QNBE ARKbad2 NI | vy (i

So | sit and | wait, and | wait and | wait

And you talk and you talk and you talk

L fAA0SYSE L 46F0GOK YR L ¢
| catch my breathe as | watch and | wait

Will they decide to let me swim?

| really hope they do

| want them to see what it means to me

2 K& R2y Q0 GKSeé& dzy RSNBRGIl YR
In the water | am free

| want to scream and shout

| am me!

All I want is for you to understand

| JUST WANT TO GO SWIMMING WITH MY FRIENDS
LQY [ S2 . NHzOS 5| OAR&azy

| AM ME!




Important to ME - Milestones and events

where support is required.

Birth to nursery¢ supportfor new mumsfollowingthe birth of a

child with PMLDis somethingthat is necessarybut not always
readily availableto many An understandingof chronic sorrow

andthe impacton the family is easilyoverlookedat thesetimes

and subsequent milestones in a O K A flif&k fhdans this is

experiencedmultiple times but the impact is not necessarily
alwaysconsidered

Nurseryto school¢ Againthis is another often overlookedarea
where sensitive support for everyone may be necessarylt is
quite a transition and the issueof trusting peoplewith the care
of achildwith PMLDstatsto emergefor family carers

Nursery to Primary then Secondaryschool - Again further
transitions and milestoneswhere considerationmight be given
to the provision of emotional support as well as practical
support

Leaving school to begin the journey to adult services-This
journeyis a difficult one for families,aslife asthey knewit ends
and a very new journey begins It is a journey filled with
uncertainty and the unknown All the familiar routine of
educationfinishesand the emotional impact of the uncertainty
and the unknown is one that is very difficult for people with
PMLDandtheir families




Education and Lifelong Learnin




Education

Children with PMLD deserve an education appropriate to '
their needs. They deserve a curriculum that considers them Y
for the wonderful children and young people they are. One '
that caters for them as individuals and provides a nourishing
and creative environment that meets their needs.

Currently whether that is available in education very much
depends on your geographical area and the current policies ==
adopted in that area.

Very often successful education of children and young
people with PMLD is down to an individual head in a school.
Families also feel that more training should be provided
within teacher training at university




Educationdl a2 (i KSNXQ
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Listen to Silj's Story:

How Can My children have a perfect life?

)




EducationrAlex's Story

Al ex0s wish: #fil want schoahlikeadoybmgt t er
batteries candt be replaced. | 6m gi vin
y ouo.

Silj'sson Alex feels exhausted just getting organitedschooland he wanted to tell the story of
what thatis like for him, in the form of his favourite kind of bodkFlap Book. We hope you
enjoy his story.




Life Transitions

We all have dreamsand aspirationsin life and we journey along
f A padbh@avigatingthesetransitional periodsas bestwe can For
people with PMLD and their families, the emotional impact of

chronic sorrow is something that many experience at every
milestoneand transitional event that happensin a O K A liffeRTh&
constant reminders are always present and the continual losses
may create a cyclicalsadnessover time with no predictable end.

Feelingsof loss, fear, disappointment, guilt, may be experienced
alongsidethe joy and understandingthat someone with PMLD
bringsto life.

Siblinggoo may go through their own journeywith chronicsorrow
asmightthe personwith PMLD

Leavingschoolis one of those life transitions that is scary but
excitingtoo. To be movingon alongtowards the next step of the
journey has its challengesfor any young person and part of
alleviatingany stressfor themisto havea robustplanningsystemin
place to help them navigate their way through this transition
process

a I NBtdpnedemonstratesthe emotional impact and worry placed
on someonewith PMLDand their family when this planningis not
asrobustasit couldbe.




My nameis Mary and | live with my parentsand my two youngersiblings | attend schoolfive

ol déf)'?gar week | go to schoolon the schoolbus | leaveschoolon 315t May 2023. My family are
worried asmy socialworker from the childrenandfamiliesteam hasjust left her job andthere is
no oneto take her place

| have profound and complexdisabilitiesand require 1:1 supportto participatein activitiesand
accessny localcommunity | need2:1 supportfor all my personalcareand supportneeds Due
to the complexhealth care support needsand the fragility of my bones| require staff to be
trainedandalsoto ensureanyriskto my healthandwell-beingis minimised

This is how | am often described
Mary has:

Cerebral palsy (GMFCS level 5)

Respiratory issues (suctioning currently being explored/training being provided to mum

Focal Epilepsy (emergency medication is NOT required but daily medication is admin'is‘ﬁ
Cerebral Visual impairment(Mary is registered blind)

Complex learning disability

Bone fragility

Gastrostomy tube fed. (all medication and fluid given via tube)
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‘ promoting a more inclusive society.



/ noisy places.
Ids playing, people talking or music.

g with my family and being included in

ersationsbout what is going on around me.

1

- A enjoy sensory tactile activities , massages, hugs and
Kisses.
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Hi speech bubble created by Stubtiles pa’n ’S
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love the outdoors

mning to stories and sensory activiti s

--i_ help me engage with the world around me

A Body signing helps me to understand what i
happening around me as | am registered bli

A | love my family, my friends and engaging wits
life through conversation, sound, touch, sme
and cuddles.

pamis

oting a more inclusive

Hi speech bubble created by Stubdiles
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With only 12 weeks remaining of the school year Mary and her family were
nervousas an adult socialworker had not yet beenallocated,therefore an adult
Self Directed Support budget has not been agreed, and no building base day
servicenr homecaresupportserviceshadbeensecured

At the moment there seemsto be issueswith accessingall socialcare services
They are either at capacityor are unableto secureadditional staffing ratios to
enablethem to supportpackage®f caresupport

The family are receivingtransition support from PAMIS to date a parent carer
responsefor the SpecialNeedsAssistantschemehas been completed,a PAMIS
digital communicationpassporthasbeendevelopedto support transition. Service
visits have been scheduledfor the family and links have been establishedwith
CHASnNdeducation

Mary currently receiveshome supportfrom . | NJ/ | Api&adeito supporther
mumwith showering personalcare,andbedtimeroutine. Mary s alsolinkedinto
CHASvhere sheaccessesvernighthospicesupport,however,Mary is alsoon the
transition pathway from this serviceinto adult hospicesupport Bearingin mind
that thisisanotherchangein a I NEfef@at shewill haveto copewith alongside
leavingschool The support from adult hospicecare will be very different from
the plannedovernighthospicesupportMary andthe family currently receivefrom
CHAS

Chapter 6
My contacts

Chapter 1
Me my family
and friends

Chapter §
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Chapter 3
My care needs
and abilites
Chapter 7
Hospital Passport
Guardianship &
Planning for activities

Chapter 2
Things | like and dislike




Planningor IndependentLiving

| can have DI
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