
PAMIS has been established for 27 years 
with the aim of - ensuring that people 
with profound and multiple learning 
disabilities and their families are full and 

equal members of their 
communities; that their rights are respected;  
and that their quality of life 
- both social and health – reaches
the highest standard



People with profound and multiple learning 
disabilities will have a range of difficulties which may 
include:

• profound learning (intellectual) disability

• physical disabilities

• sensory impairments

• complex healthcare needs

• behaviour which may challenge those around them

• restricted communication

The majority will have a specific genetic syndrome or condition 
but most will not have a diagnosis.



Additional Medical Conditions

• Epilepsy – 75% of people who have PMLD will have severe epilepsy 
• Chronic respiratory difficulties – the highest cause of death in people 

with PMLD
• Gastro-intestinal difficulties  - eating and drinking problems, 

swallowing
issues, nutritional and weight complexities 

• Complex oral health

The consequences of this means they will:

• require 24-hour specialist care through their life
• be subject to long-term polypharmacy
• die prematurely  - very high mortality rate 
• require a number of highly invasive procedures to ensure their 

health needs are addressed

Highly complex health care needs:



Key issues for people with Profound and Multiple 
Learning Disabilities and their carers
• Having to introduce every single 

practitioner they meet to their condition.
• having to be the expert and being 

responsible for the information that is given 
to unfamiliar practitioners and carers. 

• People making assumptions about their 
abilities and needs.

• Associated Healthcare issues and access to 
specialist nursing and care.

• Invasive Procedures
• Access to annual Health Checks
• Oral Healthcare
• Transitions

• Moving from the family home to 
supported living
• Meaningful activity
• Life long learning – access to further 

and continuing education
• Day opportunities
• Changing Places toilets
• Bereavement and Loss
• Diagnostic overshadowing



Key issues for staff caring for people who 
have  Profound and Multiple Learning 
Disabilities

• Lack of relevant and applicable training and awareness.
• Other ways of communicating/Non Verbal. How do you 

have a conversation with someone who has a PMLD and 
include them in their own care? 

• Behaviour that challenges and is frightening, and the 
knowledge to prevent this happening. 

• Unusual Presentation of illness
• Unfamiliar and highly complex Healthcare needs
• Unfamiliar sensory needs
• What do they like doing?
• How do they express pain? 

We all want to do our best, and work to 
our values as practitioners, but how?



• A tablet-based, flick- through, e-book containing 
information about someone’s life, their needs and their 
condition. 

• All the information that you would give to someone if you 
were able to talk to them – The person’s voice.

• Allows the person to express their personality, their likes 
and dislikes. 

• Places the individual firmly within their community and at 
the centre of their own care

• Gives carers and practitioners a tool to use which supports 
their values base in giving safe, appropriate, person 
centred care.

My Digital Passport

The Bright Idea: The PAMIS 
Digital Passport



Contents
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Dillon’s Digital Passport



My name is Dillon John 
McLaren and I live in 
Burntisland.

I was born on the 3rd

February 1994.

I have hydrocephalus, 
epilepsy and ataxia.

It can take me a while to 
build relationships with 
people, but once I do I am 
a loyal friend.

Me

http://www.nhs.uk/conditions/Hydrocephalus/Pages/Introduction.aspx
http://www.nhs.uk/Conditions/Epilepsy/Pages/Introduction.aspx
http://www.nhs.uk/Conditions/Ataxia/Pages/Introduction.aspx


My Communication

Please do: 

• use clear instructions, with a calm voice

• keep language to a minimum, using 
simple words and short sentences

• give me time to process

• make eye-contact with me

• give me only two options when asking 
for me to make a choice

• allow me to take the lead – this makes 
me feel in control and that I am being 
listened to

• talk me through things

Please don’t:

• bombard me with language

• rush me

• make too many requests at once 

• Put me in a bright noisy place



My Communication

• Talk to me about my day and what I’ve 
been up to (see my diary)

• read me a story (I really like ’Mucky Pup’ 
and ’The Gruffalo’

• sing me a song (I love ‘Sing a song of 
six-pence’, ’Wee Willie Winky’ and 
Singing Kettle music

• use Intensive Interaction with me: when 
you let me take the lead in our 
interaction, and you copy my sounds, 
gestures and actions (especially my hand 
clapping)

https://www.youtube.com/watch?v=OhnaPJw_Wh8


Eating and Drinking

I have a wide and varied diet and enjoy 
most things.

I can eat quite quickly so I may need a 
reminder to take my time.

Please remember to mash-up my food.

I use a plate with a raised side or plate 

guard.  Please place the raised side to the 
left, as I scoop from right to left.

When drinking, I use a tumbler or sports 
bottle.  I may need a bit of help.  Please 
also remind me to take drinks.  I love 

pineapple and still flavoured water.  I need 
a multi-thickener for my drinks.

Please do not feed me any crispy or 
coated things.

Speech & Language Therapy:

• Place me upright, at a table (for 30 
minutes before and after eating as 
well)

• encourage me to clear my mouth 
before taking another mouthful

• encourage me to take single sips, 
rather than mouthfuls

• please tell me what I am eating

• ensure I am not distracted



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.

Postural care for sitting - Video

Unsupported Position Supported Position





My media



Future Wishes

I want to go on holiday with 
my family in the 
countryside. 
I used to do riding for the 
disabled and I can’t do that 
any more so I want to do 
that again.

I want to go to Uni and be a 
student like everyone else. 



Where/how are they being used?

Training 
new 

carers

Respite

Acute 
Care

SchoolTransitions



The PAMIS Digital Passport-
Supporting people to provide truly person centred 
care by supporting the transfer of knowledge 
across the whole team.


