
 
(For official use only) 
PUBLIC PETITION NO. PE1299 

 
PLEASE REFER TO GUIDANCE NOTES AT THE BACK OF THIS FORM. 

1. Name of petitioner 
Geraldine MacDonald 
2. Petition title  
Services for Myoclonic Dystonia sufferers 
3. Petition text  
Calling on the Scottish 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.  
4. Action taken to resolve issues of concern before submitting the 
petition 
Vast amounts of previous and continuing contact via meetings; telephone; e-
mail and written correspondence with local authority and GP to little or no 
avail.  
 
Formal complaints made to local authority via complaints procedures: 
response acknowledged some failings but was inappropriate/inaccurate in its 
content. 
 
Contact made with Councillors Michael Ross (Labour) who received e-mails 
that were inaccurate and inappropriate. Annette Valentine (SNP) has also had 
contact and corresponded with the local authority to no avail.  
 
My MSP Jack McConnell has been in contact and corresponded since 2006 
with local authority. Initially I thought the responses were inaccurate. The 
correspondence has since become protracted due to Mr McConnell not 
receiving adequate responses to specific questions he has posed and issues 
he has raised.  
    
Two Care Commission investigations and reports regarding local authority 
partially and fully up-holding the complaints made.   
 
Social Work Complaint (Sub-Review) Committee convened based on 
documentary evidence and report recommendations published in 2007, to 
which the local authority delayed and did not respond to the recommendations 
made. Local authority’s denial to service user and Scottish Public Service 
Ombudsman to a stated further report compiled by the local authority.  
 
Initial complaints investigated and reports published by the SPSO in January 
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2009 which made recommendation to which Renfrewshire responded too but 
which North Lanarkshire has only partially responded too. 
 
Complaints raised with Glasgow Caledonian University and submission to the 
Employment Tribunals (Scotland) initially directly by service user then legal 
intervention by Brian Napier QC; Strathclyde University Law Clinic and Legal 
Services Agency (Glasgow).  
5. Petition background information  
Given the actions taken in an attempt to resolve the issues of concern stated 
in section 4 of this petition, it is requested that the Public Petitions Committee 
consider the following factual background information and reasons for 
considering intervening.  
 
The initial assessment and service provision after the development of 
Myoclonic Dystonia was in place for approximately 6 years until a change in 
familial circumstances in 2002 and a subsequent change of residence in 
2003. Local authority’s lack an understanding of this variable condition has 
resulted in very poor assessments, lack of care and service provisions and 
environmental adaptations. The local authority involved has based its 
intervention on inaccurate views, assumptions and judgments that are ill-
informed due to its lack of communicating and engaging not only with the 
service user but with medical specialist and other relevant organisations. This 
approach and lack of understanding of Myoclonic Dystonia has, and continues 
to lead to social work assessment, planning and intervention that do not 
acknowledge or reflect the true impact of living with the daily physical effects, 
limitations; risks; the drug therapy; the variable nature of Myclonic Dystonia.  
 
The assessments, service provisions have been consistently changed at least 
10 times and no care or service provisions at all for several days and months 
on 3 occasions. Due to care and case transfers not being carried out 
appropriately on 2 occasions which the service user was assured was being 
dealt with but later discovered that it was not the case. One authority 
highlighted to the other their 6 month obligation to continue to fund care 
provisions although both authorities decided that this would not be the case 
without informing or consulting the service user. Also the case file showed 
that the transfer was merely a fax of their community care assessment 
between the local authorities and that the staff involved were not appropriate 
to carry out a care and case file transfer. Furthermore the local authorities 
failed to co-ordinate and carry out the requested and required risk 
assessment prior to the service user’s move to the receiving authority. It was 
in fact over a month before the case file was picked up and as the receiving 
local authority social work complaints (sub-review) committee established 
there was no case transfer summary carried out.            
 
In the assessment and service provision there has been little or no account 
taken of any other aspect of needs; service user’s and other relevant 
peoples/professionals views; parental responsibilities; educational 
commitments or employment opportunities; changes of circumstances. Due to 
the lack of consistent care and consensus of environmental adaptations, 
despite the Occupational Therapy assessment highlighting various short and 
long term risks that have not been addressed or resolved. Despite the various 
changes in recommendations by the same professional which has resulted in 
significant injuries, health issues and unnecessary risk which and not having 
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any accessible bathing facilities. Further due to the being denied access as a 
home owner to an available adaptation grant to make entire residence 
accessible. To which the local authority response has been passing the final 
recommendation back and forth between their housing and social work 
departments, with no consensus reached despite the outcome of the 
assessment process.   
 
Some of the reasons for asking the Public Petitions Committee to look at this 
petition are to firstly establish the extent of poor professional practices in 
community care assessment content and the impact on all aspects of the 
service user’s life. As well as the decision making processes that local 
authorities use in assessing, planning and providing services for community 
care service users. Whilst regarding, applying and adhering to the 
governmental guidance on the process of care management and legal 
framework that governs community care and provisions to disabled peoples. 
And their eligibility for services under law for disabled people such as; the 
National Assistance Act 1948; Social Work (Scotland) Act 1968; The 
Chronically Sick and Disabled Persons Act 1970 (72); National Health Service 
(Scotland) Act 1978; The Disabled Persons (Services, Consultation and 
Representation) Act 1986; Community Care (Direct Payments) Act 1996; 
Community Care and Health (Scotland) Act 2002, etc.  
 
Local authorities have a duty to provide information about services and to 
carry out appropriate levels of community care assessment for disabled 
people (eg under part 3 the Disability Discrimination Act 1995 and sections 46 
and 47 of the NHS and Community Care Act 1990). By no means are people 
asking that local authorities or the Committee to re-invent community care. 
Merely that all local authorities, as service providers under disabled persons 
legislation and part 3 of the Disability Discrimination Act 1995, ensure 
implementation and enforce the existing and established National Care 
Standards, regulations and statutory instruments. 
 
As there appears to be disparity by Scottish local authorities in community 
care assessment and service provisions, people who suffer from Myoclonic 
Dystonia and related Dystonic illness have and continue to be denied nor 
afforded their civil and human rights. To pursue opportunities for ordinary 
living, that extends across all the major areas of valued activity: housing, 
income; health; education; employment; socialisation and personal 
relationships. Nor their rights and opportunities to participate and develop in 
these areas within their community and society; or that people with disabilities 
have the right to lead a valued ordinary life, based on the belief of their 
equality and rights as citizens and human beings. Given the local authorities 
interventions of part of a personal welfare system on which service users 
depend to enable them to cope and maintain a balance with all aspect of their 
life. It is requested that the Public Petitions Committee address and set 
standard of care that discourage local authorities from practicing 
inappropriately in assessing and providing services on an inconsistent basis. 
Paying regard to the process of good care management guidance and the 
civil rights legislation in relation to disabled people, as well as human rights 
that is afforded to other human beings.   
    
As care and case transfer has been a factor it is requested that the committee 
look at how local authorities adhere to and base decisions made between 
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them on formal and informal policies and procedures of inter-authority and 
cross authority care and case file transfers. Given the failures and impact on 
the service user’s care provisions and their individual circumstances again 
due to the disparity in and between local authorities care and case transfers. 
As well as the confidentiality of others given the fact that another service 
users who has learning difficulties personal information was passed not only 
between local authorities but then to a service user when they accessed their 
personal data. Therefore I would ask the committee to address and 
recommend the implementation and adherence of transfer policies and 
procedures in relation to care and case transfers in a proper manner. 
 
Again due to the lack of consistent care and service provisions from local 
authorities has and is the continuation to be unnecessarily hospitalisation of 
people affected by Myoclonic Dystonia. This takes up valuable ambulance, 
medical staff time and blocking of hospital beds and the cost of this to public 
funds. As due to the nature of Myoclonic Dystonia and related Dystonic 
illnesses there is the provision of medications to control the various affects of 
the condition at home. Although due to the lack of consistent community care 
assessment, care planning and service provision, it makes it impossible for 
suffers of Myoclonic Dystonia and other forms of Dystonia to avoid the 
unnecessary need to call upon these services and the subsequent costs to 
the public funds. Secondly there is the waste of all the public money invested 
in pursuing education as a disabled student in enabling achieving an HNC in 
Social Care then attending university until the final year and stage of a 
BA/Diploma in Social Work. As a result of the actions, in-actions and acts of 
discrimination under parts 2 and 3 of the Disability Discrimination Act 1995 of 
the local authorities involved that ended a career in social work. Again would 
ask that the Committee considers recommendations to reduce the waste and 
unnecessary costs to public funds. Due to the local authorities actions and in-
actions in establishing appropriate community care service provisions based 
on in-proper assessment, service provisions and discriminatory practice. 
 
Finally on a personal note whether it be Social Work Education and Training 
or Social Work as a service user I can open and honestly say that my 
experience of local authority social work has caused complete devastation to 
my life as a whole. Since 2003 to date the local authorities involved have 
failed in their duty of care as well as their poor practice in the process of 
assessment and service provisions and failing to up-holding my civil and 
human rights. The way in which I have been and am portrayed by these local 
authorities is inaccurate, appalling and have used the affects of my disability 
to simply cover up poor assessments, service provisions and discriminatory 
social work practice.  
 
I consistently have had to justify my being to an unbelievable extent, since the 
age of 27 when I developed the condition, over the years I have along with 
medical specialists have had to develop strategies in order for me to minimise 
risks and cope with my condition and the limitations that it places on me.  
After over a decade of trying to rebuilding my life I have and continue to 
experience that the more I accommodate and assimilate these strategies in 
order to live as independent as possible with an appropriate level of support. 
Since 2003 until the present I feel like I have went backward and have been 
disabled, de-humanised, institutionalised, demoralised and isolated to an 
unbelievable extent. That despite Anti-Discriminatory and Equality legislation 
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the more I experience oppression and discrimination in all the areas of a 
person’s life as a direct result of the treatment I have experienced from 6 
Scottish local authority social work departments. This in turn has meant a vast 
reduction and limited ability to establish a life vocationally, socially, personally, 
financially and inhibited on the ability to contribute to the community and 
society. Furthermore personally I am left with in excess of £20,000 of student 
debts alone, as well as other debts to in order to keep my home and keep up 
with various responsibilities. 
 
The petitioner would like the Committee to ask the following questions: 
Do sufferers of Myclonic Dystonia and other forms of Dystonia receive a fair 
assessment of their condition, appropriate service provisions and adaptations 
from local authorities? 
Are staff from social work, housing and community care partnerships fully 
aware of service users needs? 
6. Do you wish your petition to be hosted on the Parliament’s website as 
an e-petition? 
YES  
7. Closing date for e-petition 
4.12.09 
 
8. Comments to stimulate on-line discussion 
Do sufferers of Myclonic Dystonia and other forms of Dystonia receive a fair 
assessment of their condition and appropriate service provisions and 
adaptations? 
 
Are staff from social work, housing and community care partnerships fully 
aware of service users needs? 
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