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PAMIS 

Profound and Multiple Learning Disabilities 

1. Persons described as having profound and multiple learning disabilities (PMLD) 

have one or more of the following disabilities:  

2. A profound learning disability plus a physical disability that seriously limits their 

ability to undertake everyday tasks and usually restricts their mobility. The 

majority are therefore life-long wheelchair users. Sensory impairments are 

prevalent with vision and/or hearing affected. Their communication is typically 

non-verbal, though some will have very limited speech. However, all have the 

capacity to communicate in a variety of non-verbal ways. 

3. Healthcare needs are extensive and complex and may be life threatening. Areas 

of particular difficulty relate to epilepsy, respiration, eating and drinking 

(dysphagia) and cerebral palsy. Some will also have challenging behaviour. All, 

however, have the capacity to benefit from good health care and are able in 

various ways to communicate their satisfaction or otherwise with their quality of 

life.  

4. The causes of PMLD are many and varied. They include genetic disorders, 

acquired brain injury or brain damage as a result of infection. Causation may be 

ante-, peri- or post natal. For many there is no known causation. It is estimated 

that the prevalence of PMLD in the general population is 0.05 per 1,000. This 

figure is derived from a survey undertaken in Scotland and would lead to a figure 

of 2,600 people with PMLD in the country. This is possibly an underestimate and 

a useful working figure would be 3,000. These numbers will increase with better 

survival rates, not only in the neonatal period but into childhood and adulthood, 

due to advances in medical care.  

PAMIS – Supporting people with PMLD and their families 

5. PAMIS is a charity which supports people with PMLD and their families. We work 

in many areas of Scotland including Dundee, Fife, Tayside, Grampian, South 

Lanarkshire, and Greater Glasgow and Clyde. The following are some of main 

the issues for the children and young people with PMLD, and their families, whom 

PAMIS supports: 

Co-ordinated working 

6. There needs to be more joined up working between the health services, social 

and the voluntary organisations which support people with PMLD and their 

families – with the needs of the child always at the centre. Information about the 

needs of the child with PMLD has to be shared appropriately so that everyone 

providing support is aware of how best to do so. There are still services around 

which do not seem to consider the importance of staff continuity, and 
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appropriately trained staff, when supporting someone with PMLD. Additional 

difficulties can arise when a child has PMLD plus a diagnosis of autism. There 

have also been issues around restraint, with question marks over the 

appropriateness of using restraint to ensure the safety of the person with PMLD, 

or the manner with which it has been done. 

Early intervention 

7. The benefits of early intervention for children with disabilities and particularly those 

with PMLD are well documented123. Whilst there are some examples of good 

practice in place throughout Scotland we still have a long way to go for this to be a 

reality for all children and young people with PMLD. Examples of good practice of 

early intervention policies and practice are: TAC Interconnections’ Team around the 

Child initiatives, developed by Peter Limbrick – see 

http://www.teamaroundthechild.com/ and Scotland’s Getting it Right For Every Child 

(GIRFEC) approach. In local authorities where these approaches are in place they 

are viewed as highly beneficial but they need to be implemented fully throughout 

Scotland. 

8. There are a number of voluntary organisations that can offer support to families 

caring for a child with complex disabilities in the early years, however, it is very 

difficult to get information on such organisations to the families, due to the ‘gate 

keeping’ practices used by many pre-school services, particularly those that are 

run by or involve paediatric medical professionals. Once the families gain access 

to such support they have frequently expressed their concerns about the lack of 

transfer of information of such sources of help and support. We need more open 

and transparent referral systems and parents should be given the opportunity to 

make the decision whether or not to access these sources of help. 

Education 

9. The design principles of the Curriculum for Excellence are challenge and 

enjoyment, breadth, depth, progression, relevance, coherence, personalisation 

and choice for learners. These design features should underpin the development 

of all school curriculums but challenges to achieving this for children with PMLD 

within both special and mainstream schools remain. More training is required for 

teachers in the use of proactive support, in understanding the function of 

challenging behaviour in order to reduce the need for physical intervention. Better 

support for teachers in mainstream schools to enable them to deliver more 

personalised support for learning. There also needs to be an improved transition 

process that makes better use of the Co-ordinated Support Plan for individual 

children. Currently the information provided in the support plans is often not used 

to help design future support plans for children moving into adult services. Better 

use of information sharing at this crucial time should be encouraged and a 

process that allows meaningful use of this information needs to be part of the 

                                                           
1
 Removing Barriers to Achievement: The Government's Strategy for Special Educational Needs. 

(2004). Department for Education. 
2
 The Early Years Framework. (2008). Scottish Government: Edinburgh. 

3
 Dixon, J. (2006). Future Focus: Early Years. PMLD Link, 8(1), 3. 

https://amsprd0710.outlook.com/owa/redir.aspx?C=2wgf2jXhy0mCv7QGQPft2JnlQS7gXNAIttvPGkSezknQo35bx-1x2B_EYq_eoBY9EK9lImpx3-g.&URL=http%3a%2f%2fwww.teamaroundthechild.com%2f


75 

 
 

transition process. Ongoing training for teachers in communication and the use of 

multi sensory techniques will ensure that the design principles of the Curriculum 

for Excellence are accessible to all pupils with PMLD 

Invasive Procedures 

10. Many children and young people with PMLD have care needs which require 

invasive procedures - such as feeding by gastrostomy tube, suctioning, and the 

regular administration of oxygen. PAMIS is aware of at least one family whose child 

was not able to attend school because he/she required oxygen. 

11. Example of Good Practice: A research study commissioned by the Scottish 

Government from PAMIS into current practice in the delivery of invasive 

procedures to people with PMLD led to the establishment of a Government Short 

Life Working Group to develop a Scottish quality framework for the delivery of 

invasive procedures. In addition, to the framework, a toolkit will be developed to 

support statutory and third sector organisations in all service settings. 

Residential respite 

12. There is clearly a shortage of appropriate residential respite services. These are 

vital to families caring for a child with PMLD who needs 24 hour care. Creative 

short breaks can be particularly difficult for these families due to a number of 

barriers eg staffing levels, appropriate accessible accommodation, appropriately 

trained staff able to support someone with invasive procedures such as 

gastrostomy feeding, rescue medication for epilepsy, and increased costs to 

meet these. We are also aware of situations where families with younger children 

have been discouraged from applying, or initially even turned down, for 

residential respite because of their child’s young age, when in fact the family – 

and the child – have gone on to benefit greatly from residential respite. 

Postural Management 

13. When caring for a person who uses a wheelchair, and who has limited physical 

movement throughout the day and night, good body posture needs to be 

maintained to avoid body distortions like scoliosis. Much can be done to avoid 

problems happening in the first place, but also to reduce or resolve problems if 

they have already started – but only if family carers are aware of what to look for 

and the best night-time (and day time) positioning for their relative. While 

physiotherapists are trained in postural management, family carers are not. The 

importance of families receiving this training cannot be over-emphasised, as 

postural damage to their relative can cause severe health problems, and even 

reduce their life expectancy. 

Examples of good practice 

14. PAMIS is a partner in the National Postural Care Action Group4 and have run a 

number of training courses for trainers and paid carers. Additionally a number of 
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PAMIS family carers have undertaken the Postural Care Management Course, 

Level 1 and a member of staff and 2 physiotherapists have undertaken the full 

course and are accredited trainers and run courses across Grampian. PAMIS is 

now rolling out this programme in other areas and it is an excellent example of 

supporting people to self-manage long term conditions.  

15. Moving and Handling for Family Carers: A Fife-wide interagency partnership 

including Fife Carers Centre and PAMIS, together with Moving and Handling 

trainers and professionals from Fife Council Social Work and NHS Fife, won the 

top award in the Health & Well-being in the community category of the Fife 

Partnership Excellence Awards 2012. This project is designed to deliver home-

based moving and handling training for family carers. This ongoing work should 

be developed within other local authorities as a priority. This project group was 

also involved in updating A Carer’s Guide to Safer Moving and Handling5. 

Transitions 

16. People with profound and multiple learning disabilities go through a number of 

transitions during their lifetime. Most problematic of these being the transitions 

from child to adult services and from the family home to supported living. 

Transition from child to adult services 

17. Moving from child to adult services is often described by family carers as ‘the 

black hole of transition’. During their school years all of the needs of people with 

PMLD, that is education, social and health, are generally met. Regrettably, this is 

not always the case once they move to adult services. Planning is not started 

early enough. The Education (Additional Support for Learning) (Scotland) Act 

2004 - Code of Practice (Scottish Government 2010) states that such planning 

should take place no later than 12 months before a child leaves education. Mansell 

(2010)6 notes that there is a marked reduction in the availability of services, eg 

speech and language therapy, short-breaks, home nursing etc. once the person 

leaves full time education. Recommendation 11 of the Scottish Government’s 

Response to the Doran Review (2012) acknowledges the need to consider the 

adequacy of existing legislation to ensure the transition from child to adult services 

for young people with complex support needs is properly coordinated, managed 

and delivered.  

18. There is also a need for independent advice and support for families whose 

daughter/son with PMLD is going through this transition. The introduction of Self 

Directed Support (SDS), the impact of the current financial situation resulting in 

reduced care packages, and the fact that many local authorities are closing 

traditional day services is causing considerable concern to families. It is important 

that whatever day opportunities are on offer have a local base where the service 

users can have their personal and intimate care needs met safely and with 
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dignity. Such a base enables the person to access activities in their local 

community while at the same time ensuring they also have available centre 

based activities such as multi-sensory storytelling, music and relaxation and most 

importantly, a place to rest. 

Examples of good practice 

19. PAMIS Future Choices Project: This project provides independent advice and 

support to the person with PMLD and their family through the process of 

transition from child to adult services. A Transition Planner and a Personal 

Communication Passport have been developed by PAMIS for each young 

person. These documents are person centred and record all their specific needs 

and aspirations. The project collates information from education, social work and 

social care staff who are involved in the transition process to enable new health 

and social care professionals to get to know the individual. The project provides 

support to the whole family before, during and after the transition process.  

Transition and future planning – a case study: 

20. During transition planning, it is extremely important to consider the assessment 

framework being used to determine future funding allocation. It is useful to ensure 

that any future planning tool includes a physical care pathway. Whatever person 

centred plan or outcomes focused assessment tool is used in planning future 

planning for children with PMLD, it is crucial that it includes appropriate 

consideration for the provision of specialist equipment to support functional 

movement.  

21. PAMIS is aware of one young woman with PMLD approaching her final year at 

community school. She would like to attend college on leaving school and plans 

are underway to enable her to undertake a one day a week transition placement 

at the college. To ensure she gains maximum benefit from her transition year at 

college her future planning documents include a physical healthcare pathway that 

highlights the specialist equipment that she needs to enable her to maintain good 

physical health, and the support required to access that equipment.  

22. At school this young woman currently requires to be supported by two Support for 

Learning Assistants for personal care and moving and handling to facilitate 

transfers to her standing frame, Samson chair or ladderback walking frame. She 

also has access to adaptive technology such as ‘Big Mack’ switches, switch 

adapted food mixer and touch screen monitor for PC. This equipment ensures 

that she has maximum opportunity to achieve both physical and intellectual 

access to appropriate learning opportunities. Including a physical care pathway in 

her outcomes-based planning process for transition means that the benefits this 

young women gains from using the equipment is recorded and the support she 

requires to access it is also recorded. The inclusion of the physical and 

intellectual benefits she gains from the use of this equipment is transparent. The 

recording of the support she requires to benefit from access to this equipment 

ensures that any future financial impact on adult service provision is also 

transparent. Including a detailed physical care pathway in transition planning 

documents that clearly identifies the benefits of the use of specialist equipment 
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and the support required to access the equipment, will help ensure that someone 

with PMLD continues to benefit from physical and intellectual access to 

opportunities for further development entering adult services. 

Elizabeth C Platt 
PAMIS Co-ordinator - Greater Glasgow and Clyde 

26 July 2013 


