
 
Briefing for the Public Petitions Committee 

 
Petition Number: PE1299
 
Main Petitioner: Geraldine MacDonald and Veronica Bennet 
  
Subject: Services for Myoclonic Dystonia sufferers 
 
Calls on the Parliament to urge the Scottish Government to set national 
standards of care for all Myoclonic Dystonia sufferers and issue guidance to 
local authority social work/housing departments to ensure they provide 
adapted service provisions and environmental adaptations to the sufferers 
based on a fair assessment of their condition.   

Background 
 
Dystonia 
 
The Dystonia Society1 describes dystonia as a neurological disorder 
characterised by sustained and involuntary muscle contractions or muscle 
spasms.   Myoclonic dystonia is a rare form of dystonia which has genetic 
origins and includes the symptoms of rapid jerking movements (myoclonus) in 
combination with muscle contractions.   The NHS 242 website notes that it 
can affect males and females of any age, some mildly and others severely.  In 
adults it is more common after the age of 40.  It also affects children (most 
commonly between the ages of 5 and 16), though it is different from dystonia 
in an adult.  It is also estimated that over 40,000 people in the UK have some 
form of dystonia.  NHS 24 has also noted that, because the condition is 
difficult to diagnose, the actual number of sufferers may be higher. 
 
Community care and housing adaptations assessment processes 
 
The petitioner is particularly concerned with the community care and housing 
adaptations assessment processes for those with Myoclonic Dystonia.  
Legislation in this area is not specific to particular conditions but covers all 
those with a physical disability.  As such, the processes undertaken are 
generic. 
  
As regards community services, there are a number of pieces of legislation 
relevant to the petition, most notably the Social Work (Scotland) Act 1968, the 
Chronically Sick and Disabled Persons (Scotland) Act 1972 and the National 
Health Service and Community Care Act 1990.  Essentially, anyone with a 

                                                 
1 http://www.dystonia.org.uk/AboutDystonia/
2 http://www.nhs24.com/content/default.asp?page=s5_4&articleID=2128&sectionID=1
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disability has the right to seek a community care assessment, and the local 
authority has a duty to address the needs identified in that assessment.  If an 
individual does not agree with the assessment made, or believes their needs 
have changed over time, they can seek a re-assessment.  If following this they 
continue to be dissatisfied with the assessment or with the services they are 
receiving, an individual can then make a complaint through the social work 
department’s complaints procedure.  If the individual does not get satisfaction 
through this avenue they have the option of making a complaint to the 
Scottish Public Sector Ombudsman. 
 
The community care assessment will include any adaptations necessary to an 
individual’s home.  However, it is important to note that there are specific 
provisions in place for this.  Under the terms of the Housing (Scotland) Act 
2006 local authorities must provide grant assistance for the provision of 
standard amenities (eg toilet or bath) or where additional or replacement 
standard amenities are required, in the opinion of the local authority, to meet 
the needs of a disabled person. Local authorities must also provide grant 
assistance where structural work is required, or where permanent changes to 
the house are being made, to meet the needs of a disabled person, for 
example, to improve accessibility. The Disability Discrimination Act 1995 (as 
amended) also places duties on people who manage premises (ie landlords) 
in relation to the needs of disabled persons. Section 24C covers duties for the 
controller of let premises to provide auxiliary aids or services. The Disability 
Discrimination (Premises) Regulations 2006, detail what might constitute 
auxiliary aids or services, and includes the removal, replacement or provision 
of any furniture, furnishings, materials, equipment or other chattels (though 
does not include the provision of any item which would be a fixture when 
installed). 
 
It is important to note that there are different procedures and appeals 
processes depending on whether an individual is living in social rented 
accommodation, private rented accommodation or owner occupied housing.   
 
Social work workforce 
 
The petition raises concerns about the education and training of social 
workers in carrying out assessments. 
 
Under the Regulation of Care (Scotland) Act 2001, the Scottish Social 
Services Council (SSSC) is the body responsible for the regulation of all social 
service workers in Scotland, including social workers.  All social service staff 
must be registered with the SSSC and adhere to its Codes of Practice.  It has 
the power to hold hearings about allegations of misconduct for them and their 
employers, with the ultimate sanction of removing a worker from the register 
thereby disbarring them from practising.  The SSSC is also responsible for 
determining the education and training requirements of the social work 
workforce and drawing up national occupational standards. 
 
In addition, under the Social Work (Scotland) Act 1968, Scottish Ministers 
have powers to inspect social work services.  These powers are carried out by 
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the Social Work Inspection Agency (SWIA) which was created in 2005 as an 
independent Government agency.  SWIA inspects all social work services in 
Scotland including all duties and functions of local authorities and other 
bodies under the 1968 Act and related legislation.  As part of its inspection of 
local authority social work departments it will consider issues in relation to 
staff training and development.   

Scottish Government Action 
 
There has been no work undertaken by the Scottish Government on the 
specific issues raised by the petitioner in connection with community care / 
housing assessments.  
  
As regards issues in connection with the social work workforce, as noted in 
the SPICe Briefing ‘Social Work Services in Scotland’3, numerous policy 
developments have shaped the delivery of social work services over recent 
years, including initiatives to increase professionalism and standards within 
the workforce4.  However, a key development was the 21st Century Review of 
Social Work.  This was initiated by Scottish Ministers in the then Scottish 
Executive, in June 2004, in light of the increasing complexity and demand for 
social work services.  The report’s recommendations led to the Changing 
Lives Implementation Plan, published in 2006, which set out a broad 
framework for change over a five year period.  Five change programmes have 
been set up to take forward the implementation plan, designed to contribute to 
the delivery of two key outcomes: building the capacity to deliver personalised 
services; and, developing a confident, competent, valued workforce.  One of 
these programmes is focussed on performance improvement. 

Scottish Parliament Action 
 
There has been no work undertaken by the Scottish Parliament on the specific 
issues raised by the petitioner in connection with community care / housing 
assessments.  However, Parliament scrutinised the Regulation of Care 
(Scotland) Act 2001 and the Housing (Scotland) Act 2006.  It is also worth 
noting that part 4 of the Public Sector Reform (Scotland) Bill includes the 
proposal to create the Social Care and Social Work Improvement Scotland 
(SCSWIS), which will take on the functions of SWIA, the Care Commission 
and some functions of Her Majesty's Inspectorate of Education.  This would 
mean that SCSWIS would have the core functions of regulation of care 
services, and inspection of social work services.  Scrutiny of the Bill at Stage 
is currently underway, with the Finance Committee as lead Committee, and a 
number of Committees as secondary Committees, including the Education, 
Lifelong Learning and Culture Committee. 
 
 
 

                                                 
3 http://www.scottish.parliament.uk/business/research/briefings-08/SB08-52.pdf
4 Many of these are summarised in the Scottish Government web page ‘Social Work Services: 
Developing the workforce’
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Jude Payne 
Senior Research Specialist 
26 November 2009 
 
 
SPICe research specialists are not able to discuss the content of petition briefings 
with petitioners or other members of the public. However if you have any comments 
on any petition briefing you can email us at spice@scottish.parliament.uk
 
Every effort is made to ensure that the information contained in petition briefings is 
correct at the time of publication. Readers should be aware however that these 
briefings are not necessarily updated or otherwise amended to reflect subsequent 
changes. 
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