
**DRAFT – National Care Framework for Huntington’s Disease (TEXT ONLY VERSION) – DRAFT** 
 

Background 

In October 2015 the Scottish Government commissioned the Scottish Huntington’s Association (SHA) to develop a National Care Framework for HD by the beginning of 2017, with localised versions for 
each Health Board area to be developed to sit under this by 2019. SHA appointed a National Care Framework lead in November 2015, who commenced work at the charity in January 2016.  
 
SHA is determined to ensure that the Framework is developed by HD families and experienced health and social care professionals. Rather than seeking to consult all such contacts at once, it was felt to be 
more manageable and efficient to pull together a relatively small development group to come up with a draft Framework, and to consult upon that once completed.  The group - which was confirmed in May - 
includes representatives of HD families and carers, psychiatry, psychology, neurology, neuropsychology, genetics, rehabilitation, dentistry, GPs, speech and language therapy, dietetics, physiotherapy, 
occupational therapy, care homes, palliative care, social work and academic and research institutions. Its membership can be viewed in Appendix I.  
 
By June the Development Group had agreed key themes on the purpose and format of the Framework (see Appendix II). 
 
In September the HD National Care Framework Development Group concluded that it was content for its draft of the Framework to go out to wider consultation. A short initial period of consultation on the 
text only version of the Framework followed. This Phase 1 consultation opened on 15 September and closed on 7 October with 44 responses being received (see Appendix III). The Framework was further 
updated on the back of this consultation to create the current draft, which is now open to full public consultation.  
 
Whilst the short Phase 1 consultation was taking place the Development Group agreed upon the preferred format for the final version of the document, comments on which are also welcomed as part of this 
full Phase 2 consultation. 
 
Your feedback: Full Phase 2 public consultation, 28 October – 9 December 2016 

What follows is the draft text of a National Care Framework of HD in Scotland. It should be noted that it is NOT intended for the final Framework to be published in this format. Rather the approved text is to 

be slotted into an interactive web based format to be viewed on a PC, laptop, phone or tablet. Not only will this make it easier for users to navigate to the information they require, but it will also ensure that 

the Framework is flexible and can evolve over time as and when evidence and/or health and social care services and structures change, to prevent it from becoming obsolete.  

We would be extremely grateful for your feedback on the current text as outlined in this document. This can be provided either by returning this document with tracked comments within it or by sending 
comments within the body of an email. Alternatively a time can be arranged to provide comment over the phone, or at a face to face meeting.  
 
The interactive web based version can be viewed here: http://care.hdscotland.org/ . In addition to thoughts on the text of the Framework as detailed below we would also welcome comments on the usability 
of this proposed format.  
 
It should also be stressed that this is the proposed overarching National Framework, and will therefore not necessarily align with current experience in your own area. Once the overarching National 
Framework has been finalised work will commence on developing tailored localised Frameworks for each NHS Board area, to be in place by 2019. 
 
Please direct all feedback, or questions, to the contact provided below by Friday 9 December. The document will be updated in light of this feedback before being run past the Development Group for 
final comment and publication in early 2017. 
 
Alistair  Haw 
National Care Framework Lead 
Scottish Huntington's Association 
Business First 
Linwood Point 
Paisley 
PA1 2FB 
Mob: 07736 457247 
Email: alistair.haw@hdscotland.org  
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AN EVOLVING FRAMEWORK (To be shown as footnote on all pages of Framework) 

 

 
The National Care Framework for HD is a living document, designed to evolve along with changes to health and social care systems, structures and personnel. In addition to periodic review we are indebted to the assistance of users in ensuring that the 
Framework remains up to date. If you see any errors or omissions please email alistair.haw@hdscotland.org or call 0141 848 0308 and changes will be made, as required, as soon as possible. 
 
To ensure you are viewing the most up to date version of the National Care Framework please view on the Scottish Huntington’s Association website only, via the following link : http://care.hdscotland.org/ 
 

 

Note re below Framework text: 

Blue & underlined = active web link 

Red & underlined = web link required but not yet available/ located 
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CORE CONCEPTS 

 

 
This Framework seeks to ensure that the care and support provided to families living with Huntington’s disease takes account of their specific health & social care needs throughout their experience. 
 
It does not advocate a “single pathway” or “one-size-fits-all” approach. Every person’s experience is unique and requires to be treated as such. 
 
Individual care and support packages require to be created in partnership with families. This requires four key elements: 
 

1. Care coordination should be provided by a single named specialist (ideally, but not necessarily, an HD Specialist – see Glossary) who has a key role in assisting families to navigate their way through their HD journey 
2. Care should be provided by a clearly defined multi-disciplinary team consisting of core members whose roles are essential in managing health and social care needs 
3. Access is required to a wider and clearly mapped network of services where well-developed referral and liaison arrangements are in place 
4. Specialist staff play a central role in providing training and education to the wider support network. Each NHS Board area should have arrangements to deliver training appropriate to its own workforce 

 

 

 
THEORETICAL UNDERPINNINGS 

 

Person Centred Approach (PCA) 
 

 
The Person Centred Approach (PCA) offers a 
strong model of care for Huntington’s disease, as 
it seeks to identify what is most important to the 
person and their family. 
 
Based on recurring themes that distinguish 
‘person-centred’ from ‘good-quality’ care, it has 
six core themes: 
 

 Knowing the individual 

 Centrality of values 

 Creating a biography 

 Quality of the relationship 

 Seeing beyond immediate need 

 Genuine authenticity 
 
A key benefit to this approach is that it aims to 
capture the ‘human-ness,’ and core factors 
regarded as a priority or most challenging to our 
lives.   
 
McCormack (2004) further highlights that PCA 
captures the “moral law that each and every 
person has an intrinsic, inalienable, unconditional 
and objective worth and dignity.”   
 
PCA demands that we see the person 
foremost rather than their illness.  In practice 
with HD, this approach may encourage 
practitioners to view the person as a partner in 
the care for their disease. 
 

A Family Systems Approach (FSA) 
 

 
A Family Systems Approach (FSA) considers the 
family as a ‘dynamic, emotional unit’ where family 
members are interconnected and there is an 
inevitable knock on effect to changes within 
another member’s life.   
 
Life events for one individual can have a direct 
impact and consequence for someone else.   
 
FSA holds that each family member cannot be 
treated or supported in isolation.  
 
The impact of HD on families is immense and a 
FSA is essential. 
 

A Biopsychosocial Model of Health & 
Disability 
 
Whilst disease dominates biomedical thinking, the 

Biopsychosocial model seeks to integrate the 
health impact of disease with the psychological, 
social and emotional factors in diagnosis and 

treatment.  It recognises that illness cannot be 
studied or treated in isolation from the social and 
cultural environment.  
 
Whereas the Biomedical Model prioritises 
professional knowledge, the Biopsychosocial 
Model expects health carers and doctors to 
acknowledge and take into account each person’s 
circumstances.  
 
This approach also recognises that much of the 
impact of disability is a result of systemic factors 
e.g. cultural attitudes to disability, stigma & 
environmental barriers. 
 
 
 

Personalisation 
 
 
Personalisation is a social care approach 
described by the Scottish Government Health & 
Social Care Directorate as meaning that “every 
person who receives support, whether 
provided by statutory services or funded by 
themselves, will have choice and control over 
the shape of that support in all care settings.”  
 
Self-Directed Support is one example of 
personalisation. 

Palliative Care Approach 
 
 
The World Health Organisation defines palliative 
care as an approach that improves the quality of 
life of individuals and their families facing the 
problem associated with life-threatening illness. It 
does so through the prevention and relief of 
suffering by means of early identification and 
assessment and treatment of pain and other 
problems, whether they be physical, 
psychosocial or spiritual.  
 
Palliative care:  

 provides relief from pain and other distressing 
symptoms 

 affirms life and regards dying as a normal 
process 

 intends neither to hasten or postpone death 

 integrates the psychological and spiritual 
aspects of care 

 offers a support system to help individuals live 
as actively as possible until death 

 offers a support system to help the family 
cope during the person’s illness and in their 
own bereavement 

 uses a team approach to address the needs 
of individuals and their families, including 
bereavement counselling, if indicated 

 seeks to enhance quality of life, and may also 
positively influence the course of illness 
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 1. Deciding whether to have the genetic test and getting advice about 

having a family 
 

2. Finding out if you have symptoms of HD 3. Getting help with the symptoms of HD 

Examples of 
support 

Advice on pros & cons of being tested 
 
Predictive genetic testing 
 
Preimplantation Genetic Diagnosis 

Diagnostic testing 
 
Neurological Assessment 

Symptom management 
 
Self-management advice 
 
Rehabilitation 

Key services 
& people 

Local Genetics services 
 
Local Preimplantation Genetic Diagnosis services 
 
Psychology 
 
HD Clinics 
 
HD Clinical Lead 
 
HD Specialists 
 
Scottish Huntington’s Association Youth Project (SHAYP) / Specialist 
Youth Advisors   
 

Local Genetics and Neurology service 
 
HD Specialists  
 
HD Clinics 
 
HD Clinical Lead 
 

HD Specialists 
 
HD Clinical Lead 
 
Care home liaison services 
 
Speech & Language Therapy 
 
Dietetics 
 
Physiotherapy 
  
Occupational Therapy 
 
Psychology & Neuropsychology 
 
Continence Services 
 
Community Nursing 
 
Dental services 
 
GPs 
 
Community Mental Health Team 
 
Psychiatry (Crisis, Liaison and Inpatient) 
 
Pharmacy  
 
Rehabilitation 
 
Palliative Care Services 

Integrated 
multi agency 
arrangements,  
referral 
pathways & 
resources 

All referrals to local Dept. of Clinical Genetics. These can be made by GP, HD Specialist, HD Clinical Lead, Psychiatry, Specialist Youth Advisors and 
directly by clients. 
 
Where clients are referred by GP to Neurology the Genetics Dept. must be notified prior to any tests taking place. Genetics Labs must confirm that 
appropriate counselling has been provided prior to processing the test.   
 
Where diagnosis is confirmed via neurology, individuals and families should be clearly signposted to HD Specialist services by formal referral, or given the 
option to self-refer. 
 
G.P. information services, such as SCI Gateway and/or local alternative , should clearly identify HD Clinical Leads 
 
Based on individual need clients may be seen by a number of members of the genetics team. This may include Consultant Geneticist, Genetic Counsellors, 
Genetic Psychologist (where available), HD Specialist and Specialist Youth Advisor. 
 
It must not be assumed that clients choosing not to take the test, or receiving a negative result, require no further support. Access to psychology, HD 
Specialist and/or Specialist Youth Advisor services must be offered. 
 
 

There is a core specialist team that includes a HD Clinical Lead, HD Specialist, AHP staff and neuro psychologist that coordinates the symptom 
management of each person with HDC. Client facing staff should ideally remain consistent, providing continuity of support over time. 
  
There are sufficient HD management clinics to allow at least one multi-disciplinary annual review for each person with HD. 
 
There is a responsive and needs based facility for domiciliary visits, as required. 
 
There are clearly established relationships, referral routes and criteria for referring a person with HD to mental health services and coordinating care. 
 
There is a clearly defined protocol for cognitive capacity assessments, and enough named assessors who are approved medical practitioners AND 
who have knowledge of HD are identified. 
 
Admissions to hospital are automatically notified to the named HD Specialist, and a local system is in place to ensure this happens automatically.  
 
Specialist clinician should use patient management system to update GP on care plan. 
 
With consent of patient a GP should complete a Key Information Summary (KIS) entry. General staff must contact specialist team. 
 
Clear referral arrangements to rehabilitation services are in place 
 
Information to be shared via SCI Gateway 
 

Standards International Protocol for Testing should be followed unless a clinical decision has been made to follow a local alternative. 
 
All referrals/appointments should meet treatment time guarantee 
 
Referral Standards of individual services used 

European Standards for Huntington’s Disease provides a framework of standards for the clinical management of HD.  
 
The Physician’s Guide to HD provides clear guidance on symptom management. NHS Boards should use this to develop prescribing guidance on 
HD, which should be ratified by their Drug & Therapeutic Committee to prevent treatments being stopped inappropriately.  
 
Treatment algorithms for chorea, OCD and irritability are also available  
 
All HD patients to have a named HD Specialist 
 
Every symptomatic individual should have (and have a copy of)  a symptom management plan that has been developed with the involvement of an 
experienced HD Clinical Lead 
 
HD specialist team must be notified of all admissions to secondary care. 

Outcomes People living with the genetic risk of HD and their families have easy 
access to accurate and understandable information, receive 
emotional and practical support and feel supported through all testing 
choices and family planning outcomes. 

People with symptoms of HD who chose to pursue a diagnosis receive one 
promptly and they, and their families, are connected to appropriate support. 

People with HD and their families are satisfied with their symptom management, health, wellbeing and quality of life. 
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 4. Getting information and advice about HD and someone to support you 

 
5. Support with employability when you need it 6. Getting financial help when you  need it 

Examples of 
support 

Signposting to trusted sources of information and support 
 

Formal advice (advocacy, facilitation, mediation & legal)  
 
 

Income maximisation 
 
Debt management 
 

Key services 
& people 

HD Specialists 
 
HD Clinical Lead 
 
Clinical Genetics Team 
 
Speech & Language Therapy 
 
Dietetics 
 
Physiotherapy 
  
Occupational Therapy 
 
Clinical Neuropsychology 
 
Scottish Huntington’s Association   
 
Scottish Huntington’s Association Youth Project (SHAYP) / Specialist Youth Advisors   
 
Advocacy  
 
NHS Choices 
 
HD Buzz 
   
Health Literacy Place   
 

HD Specialists 
 
Scottish Huntington’s Association Youth Project (SHAYP) / Specialist Youth Advisors   
 
Employment Lawyer (contact Citizen’s Advice or Scottish Huntington’s Association for initial 
assistance)  
 
Occupational health (where available) 
 
HD clinics 
 
Trades Unions 
 
Staff Associations 
 
Independent Advocacy 
 
Disability Employment Service 
 
Job Centre Plus Work Coach  
 
Working Health Services Scotland  
 
Fit for Work Scotland  
 
Occupational Therapy (Vocational Rehabilitation) 

Scottish Huntington’s Association Financial Wellbeing Service  
in conjunction with HD Specialists 
 
Scottish Huntington’s Association Welfare Fund and/or Family Groups/Branches 
 
Alternative services are provided by Citizens’ Advice, Macmillan , Money Advice Trust and Information Officers 
at local authorities, where available. 

Integrated 
multi agency 
arrangements,  
referral 
pathways & 
resources 

Open referral to HD Specialists or Specialist Youth Advisors   
 
All clients should be provided with a referral pack appropriate to their needs, including a service 
leaflet detailing available specialist support 
 
All clients with a new diagnosis of HD should be directed to the HD Road Map  
 
G.P. information services, such as SCI Gateway and/or local alternative, should clearly identify HD 
Specialists as main point of contact for information and advice about HD.   
 

Referral to HD Specialist who will assess support required, either providing direct advice to 
client and/or employer, or referring to/ coordinating one or more of key services identified for 
specialist advice. 
 
For under 25 year olds, referral to Specialist Youth Advisors who will assess support required 
before referring on to one or more of key services identified for specialist advice and 
vocational rehabilitation 
 

All clients identified as needing money advice should be offered a referral to the Scottish Huntington’s 
Association Financial Wellbeing Service or alternative comparable service who will undertake a financial health 
check covering income maximisation, debt management, future planning, and access to financial products. 

Standards A summary letter should be provided to GP and patient within one month of completion of 
assessment  
 
Every client should have a named HD Specialist 
 
Referral to individual service standards 

Referral Standards of service used  All enquiries to Scottish Huntington’s Association Financial Wellbeing Service should have an initial response 
within five working days, with first advice provided within two weeks. 
 
All information and advice will meet the Scottish Information and Advice Standards 

Outcomes People living with HD and their families are provided with timely and accurate information about 
their condition and the choices, services and support available to them. 

People with symptoms of HD and their families or carers are able to work in line with their 
abilities and choices, have good access to advice about employment rights and are well 
connected to employment support services.  

People living with HD and their families are well connected to money advice, have their income maximised, are 
supported to plan for their financial future thereby minimising financial stress. 
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 7. Getting support for children, young people and parents 
 

8. Support if you are a caregiver and getting a break from caring 9. Getting support with day-to-day living and reducing isolation 

Examples of 
support 

Increasing awareness and understanding of HD 
 
Support and respite opportunities 
 
Parent/child communication 

Carers rights 
 
Carers Assessment 
 
Carers training 
 
Young Carers 

Developing personalised support packages 
 
Self-Directed Support  
 
Social Work - Children’s Services 
 
Family support 
 
Reducing isolation 

Key services 
& people 

Scottish Huntington’s Association Youth Project (SHAYP) / Specialist Youth Advisors   
 
HD Specialists 
 
Schools 
 
Young carers services 
 
Child & Adolescent Mental Health Services 
 
Social Work - Children & Education Services 
 
Clinical Genetics Dept. 
 
MDT/AHP teams in the community 
 
Social Care Services 
 
HD Routes  
 
Huntington’s Disease Youth Organisation (HDYO)   

HD Specialists 
 
Scottish Huntington’s Association Youth Project (SHAYP) / Specialist Youth Advisors   
 
Carer Support Services (e.g. Carers Trust , Carer’s Scotland , Shared Care Scotland , Care 
Information Scotland) 
 
Health & Community Care Services  
 
Scottish Huntington’s Association Carer Support Groups 
 
Scottish Huntington’s Association Peer Support Services 
 
Young Carer’s Services 

HD Specialists 
 
Scottish Huntington’s Association Youth Project (SHAYP) / Specialist Youth Advisors   
 
Health & Community Care Services 
 
Appropriate recreational & leisure opportunities (see Capability Scotland & Focus on Disability ) 
 
Peer Support Groups 
 
Advocacy services 
 
Assistive Technology  
 
Children’s Services, including third sector (e.g. Childline,  Barnardo’s , Children 1st,  NSPCC , Action for 
Children, Breathing Space)   
 
SHA trained volunteers 
 
Family Services, including third sector (e.g. Turning Point , Breathing Space , Richmond Fellowship, 
Parentline   
 
Carer Support Services (e.g. Carers Trust , Carer’s Scotland , Shared Care Scotland , Care Information 
Scotland) 
 
Emergency Services  
 
Driving Assessment Centre  

Integrated 
multi agency 
arrangements,  
referral 
pathways & 
resources 

All young people living in a family with Huntington’s disease who need support should be offered a 
referral to an HD Specialist Youth Advisor  There is an open referral mechanism and young people, 
parents, professionals or family members may also make a referral. 
 
Information about the Scottish Huntington’s Association Youth Service should be clearly identified 
on G.P. information services, such as SCI Gateway and/or local alternative 
 
HD Specialist Youth Advisors will liaise appropriately with members of the multi-agency team. 
 
Where parents or young people do not wish to be referred to Specialist Youth Advisors, information 
and advice may be provided by HD Specialists with the Youth Service providing support where 
required. 
 
NB: All staff working have a responsibility to the protection and wellbeing of children and HD 
Specialists/ HD Specialist Youth Advisors in particular will participate in multi-agency working when 
required. 

HD Specialists or Specialist Youth Advisor will undertake assessment of need, referring to 
Social Work for a statutory assessment when appropriate and signposting carers to the 
network of services within each local authority. 

HD Specialists or Specialist Youth Advisor will assess the unmet need of each person with HD and 
signpost to relevant Health & Social Care Services. HD Specialist also able to assist and signpost to 
relevant services in event of client becoming involved with criminal justice system. 

Standards All enquiries to Scottish Huntington’s Association should have a response within 4 weeks. 
 
All support is delivered within the GIRFEC framework and in accordance with the Children’s Act 
2014 and the Curriculum for Excellence .   

Support should be consistent with the  
Carers (Scotland) Act 2016   
(commencing 2017-18) 

People with HD who have complex needs must be treated & supported by a multi-agency team (examples 
include Care Programme Approach and Long Term Care reviews) and have a named Care Manager 
 
Health & Social care service standards 
 
Police to keep people with HD on Vulnerable Adults Database, where appropriate 
  
Fire Brigade to offer risk assessment to all people with HD, where appropriate. 
 
Local authorities to provide an allocated worker for all HD clients  

Outcomes Children, young people, parents and their families have access to accurate information about HD, 
are well connected to support and services, feel less isolated and more able to cope with HD in 
their family. 

Carers and their families are well connected to support services and feel adequately supported 
throughout their experience 

People living with HD and their families feel well informed of and connected to support services, are able to 
live independent lives where care is personalised to their specific needs 
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 10. Getting support to adapt your home or live where you choose 11. Support to plan for the future 12. Moving to supported accommodation and long term care 

 

Examples of 
support 

Housing adaptations  
 
Specialist assessment and equipment 
 
Appropriate housing options 

Making advance directives 
 
Anticipatory Care Plans 
 
Wills  
 
Guardianship 
 
Power of Attorney 

Help with choosing a care home 
 
Managing transitions 

Key services 
& people 

HD Specialists 
 
Housing Officer 
 
Health & Social Care Services (e.g. Community Occupational Therapist) 
 
Homeless Services (e.g. Shelter , Crisis , Bethany Christian Trust , Emmaus , Centrepoint , 
Salvation Army) 
 
Telecare  
 
Augmentative equipment  
 
Safety and monitoring systems 

HD Specialists 
 
HD Clinical Lead 
 
Scottish Huntington’s Association Youth Project (SHAYP) / Specialist Youth Advisors   
  
Clinical Neuropsychology 
 
GP 
 
Health & Social Care Services, esp. Allied Health Professionals (e.g. Speech & Language 
Therapist, Dietician, Occupational Therapist, Physiotherapist) 
 
Office of Public Guardian   
 
Palliative Care Services    
 
Scottish Huntington’s Association Financial Wellbeing Service 
 
Legal Services (contact Citizen’s Advice or Scottish Huntington’s Association initial for 
assistance)  
 
Advocacy 
 
HD Family & Friends (Scottish Huntington’s Association Carer & Peer Support Groups) 
 
Psychiatry 
 
Mental Health Officer 

HD Specialists 
 
Scottish Huntington’s Association Youth Project (SHAYP) / Specialist Youth Advisors   
 
Social Work 
 
Care Inspectorate  
 
Care Homes  
 
Advocacy 
 
Community Occupational Therapist  
 
Community Physio 
 

 

Integrated 
multi agency 
arrangements,  
referral 
pathways & 
resources 

HD Specialists will undertake assessment of housing needs and will refer clients to relevant 
services for further assessment of housing options (e.g. adaptations, assistive equipment or grants) 
 
There should be a nominated Housing Officer – or local area coordination group - in each area with 
whom the HD Specialists can liaise to highlight clients with complex needs or who are facing 
difficulties resolving their housing problems.  

HD Specialists provide the lead on future planning and will complete the Scottish Huntington’s 
Association future planning documentation with all clients who wish it. Clients will be made 
aware of their options regarding legal frameworks, advance statements, values history 
statements. 
  
Every client in latter stages / stage 4 or 5 of HD  should have an anticipatory care plan and HD 
Specialists will refer and liaise with the client’s GP.  
 
With consent of patient a GP should complete a Key Information Summary (KIS) entry. 
 
Individual future plans should be revisited as part of an annual review of care and support. 

A number of supported accommodation and care home providers are identified and commissioned to 
provide specialist care for people with symptoms of HD. Providers should have completed SHA 
accreditation. There are clear arrangements for multi-disciplinary care.  
 
There are clear liaison arrangements, training, support and capacity building with the specialist core team. 
 
Nursing homes must liaise regularly with their named HD Specialist where there are changes or new 
concerns about the person with HD. 
 
Checklist to be provided to enable clients to choose the best provider for their needs. 
 
Families supported by HD Specialist or Care Manager to view care homes to inform their decisions. 

Standards Refer to local  Scottish Huntington’s Association service standards Advice and support is consistent with Royal College of Nursing and General Medical Guidance 
on conducting future care conversations and in line with Mental Health (Care & Support) 
(Scotland) Act 2003  
 
Also see Standards of service used (e.g. Office of Public Guardian, Palliative Care Standards, 
H&SC Standards, Scot Gov/ SIGN standards). 

Care is consistent with the National Care Standards for Scotland 
 
Every person living in a care home has an annual review, as a minimum. 
 
HD Specialist or specialist team to be advised when there are any changes to care requirements. 
 
In a long term care setting all aspects of care should comply with the HD Framework.  
 

Outcomes People living with HD and their families feel well informed about and empowered to access 
available housing options, are able to live independently for longer and with a good quality of life.   

People living with HD and their families feel empowered and are more confident that 
appropriate plans are in place to ensure their future wishes are respected and that their future 
care needs have been anticipated. 

People living with HD and their families have a positive experience of long term care and are satisfied with 
their quality of life 

 

  

http://hdscotland.org/get-specialist-support-from-one-of-our-youth-team/
http://scotland.shelter.org.uk/?_ga=1.219664985.1598144510.1472210559
http://www.crisis.org.uk/
http://www.bethanychristiantrust.com/about/
https://www.emmaus.org.uk/
http://centrepoint.org.uk/
http://www.salvationarmy.org.uk/homelessness
http://sctt.org.uk/
http://hdscotland.org/get-specialist-support-from-one-of-our-youth-team/
http://hdscotland.org/shayp-home/
http://hdscotland.org/staff/
http://www.publicguardian-scotland.gov.uk/
https://www.palliativecarescotland.org.uk/content/services_by_nhs_board/
http://hdscotland.org/getting-specialist-financial-advice/
http://www.cas.org.uk/
http://hdscotland.org/
http://hdscotland.org/get-specialist-support-from-one-of-our-youth-team/
http://hdscotland.org/shayp-home/
http://hdscotland.org/staff/
http://www.careinspectorate.com/
http://www.careinspectorate.com/index.php/care-services
http://hdscotland.org/get-specialist-support-from-one-of-our-youth-team/
http://hdscotland.org/get-specialist-support-from-one-of-our-youth-team/
http://hdscotland.org/
http://hdscotland.org/
https://neurosciences.ucsd.edu/centers/huntingtons-disease/professionals/Pages/stages-of-progression.aspx
http://www.nisg.scot.nhs.uk/why-nisg/our-services/project-management/key-information-summary-kis
http://hdscotland.org/get-specialist-support-from-one-of-our-youth-team/
http://rcnendoflife.org.uk/
http://www.gmc-uk.org/guidance/ethical_guidance/end_of_life_care.asp
http://www.mwcscot.org.uk/the-law/mental-health-act/
http://www.mwcscot.org.uk/the-law/mental-health-act/
http://hub.careinspectorate.com/knowledge/national-care-standards/
http://hdscotland.org/get-specialist-support-from-one-of-our-youth-team/
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 13. Caring for someone at the end of their life 14. Getting support out of hours 15. Participation in research 
 

Examples of 
support 

Advanced symptom management Accessing emotional support 
 
Signposting to emergency support 
 
 

Being eligible to take part in clinical trials 

Key services & 
people 

HD Specialists 
 
HD Clinical Lead 
 
Scottish Huntington’s Association Youth Project (SHAYP) / Specialist Youth Advisors   
 
Hospice Services 
 
Palliative Care Services  
 
Nursing Homes  
 
GPs  
 
Speech & Language Therapy 
 
Dietetics 
 
Physiotherapy 
  
Occupational Therapy 
 
Clinical Neuropsychology  
 
District Nurses 
 
Faith based organisations 

NHS 24  
 
Social work out of hours 
 
Out of hours mental health service 
 
Third Sector helplines (Samaritans , Breathing Space, Turning Point Scotland , Childline , 
NSPCC) 
 
GPs [re Key Information Summary (KIS)] 
 
Community Alarm Systems 
 
Mobile Emergency Care Service 
 
Police Scotland  

HD clinics 
 
Clinical Research facilities 
 
Clinical Genetics Dept. 
 
HD Specialists 
 
HD Buzz 
 
NHS Research Scotland - Dementia & Neurodegenerative Disease  

Integrated multi 
agency 
arrangements,  
referral 
pathways & 
resources 

There are clear links to specialist community palliative care services who can provide input and 
advice when required for people with HD who have complex needs. 
 
Hospice  placements are available and there are clear criteria for referral. 
 
GPs are aware and involved in end of life care and act as the Responsible Medical Officer when 
appropriate. 
 
Relevant faith organisations are involved, in line with client’s belief system and with their consent 

With consent of patient a GP should complete a Key Information Summary (KIS) entry to 
ensure that clinical information and care plans can be shared electronically with A&E, NHS24 
and Scottish Ambulance Service 
 
Information to be shared via SCI Gateway 
 
The care framework is available to all services providing out of hours support. 
 
Requests for out of hours support are immediately notified to the core specialist team via 
patient management system. 
 
Out of hours clinical staff can access anticipatory care plans. 

Refer to HD Specialists for local knowledge and direction to appropriate research clinic  
 
NHS Research Scotland - Dementia & Neurodegenerative Disease 

Standards End of life care is consistent with the  
National Action Plan for Palliative and End of Life Care and Good Life, Good Death, Good Grief  
 
 

Service standards for NHS 24 and Social Work Direct 
 
 

All work should be done in line with clinical practice guidelines and Clinical Research protocols 
 
Clinical research opportunities should be available in every health board area.  

Outcomes People with symptoms of HD and their families receive good health and social care support that 
promotes their physical and emotional wellbeing throughout life 

People living with HD and their families can easily access urgent, out of hours, support.  More people with HD and their families are given the opportunity to participate in clinical trials, where 
appropriate. 

 

  

http://hdscotland.org/get-specialist-support-from-one-of-our-youth-team/
http://hdscotland.org/shayp-home/
http://hdscotland.org/staff/
https://www.palliativecarescotland.org.uk/content/hospices_specialist_units/
https://www.palliativecarescotland.org.uk/content/services_by_nhs_board/
http://www.nursing-home-directory.co.uk/
http://www.isdscotland.org/Health-Topics/General-Practice/Workforce-and-Practice-Populations/Workforce/
http://www.nhs24.com/
http://www.samaritans.org/
http://breathingspace.scot/
http://www.turningpointscotland.com/contact/out-of-hours/
https://www.childline.org.uk/
https://www.nspcc.org.uk/services-and-resources/nspcc-helpline/
http://www.isdscotland.org/Health-Topics/General-Practice/Workforce-and-Practice-Populations/Workforce/
http://www.nisg.scot.nhs.uk/why-nisg/our-services/project-management/key-information-summary-kis
http://www.scotland.police.uk/contact-us/
http://hdscotland.org/get-specialist-support-from-one-of-our-youth-team/
http://en.hdbuzz.net/
http://www.nhsresearchscotland.org.uk/research-areas/dementia-and-neurodegenerative-disease
https://www.palliativecarescotland.org.uk/content/services_by_nhs_board/
https://www.palliativecarescotland.org.uk/content/hospices_specialist_units/
http://www.isdscotland.org/Health-Topics/General-Practice/Workforce-and-Practice-Populations/Workforce/
http://www.isdscotland.org/Health-Topics/General-Practice/Workforce-and-Practice-Populations/Workforce/
http://www.nisg.scot.nhs.uk/why-nisg/our-services/project-management/key-information-summary-kis
http://www.nisg.scot.nhs.uk/currently-supporting/sci-gateway
http://hdscotland.org/get-specialist-support-from-one-of-our-youth-team/
http://www.nhsresearchscotland.org.uk/research-areas/dementia-and-neurodegenerative-disease
http://www.gov.scot/resource/doc/239823/0066155.pdf
https://www.goodlifedeathgrief.org.uk/content/support/
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Outcomes 1. People living with 
the genetic risk of HD 
and their families have 
easy access to 
accurate and 
understandable 
information, receive 
emotional and practical 
support and feel 
supported through all 
testing choices and 
family planning 
outcomes. 

2. People with 
symptoms of HD 
who chose to 
pursue a 
diagnosis 
receive one 
promptly and 
they, and their 
families, are 
connected to 
appropriate 
support. 

3. People with HD 
and their families are 
satisfied with their 
symptom 
management, 
health, wellbeing 
and quality of life. 

4. People living 
with HD and their 
families are 
provided with 
timely and 
accurate 
information about 
their condition and 
the services and 
support available 
to them. 

5. People with symptoms 
of HD and their families 
or carers are able to 
work in line with their 
abilities and choices, 
have good access to 
advice about 
employment rights and 
are well connected to 
employment support 
services. 

6. People living with HD 
and their families are well 
connected to money 
advice, are better off, are 
able to plan for their 
financial future and 
experience less financial 
stress. 

7. Children, young 
people, parents and 
their families have 
access to accurate 
information about 
HD, are well 
connected to support 
and services, feel 
less isolated and 
more able to cope 
with HD in their 
family.  

8. Carers and their 
families are well 
connected to support 
services and feel 
adequately 
supported throughout 
their experience  

9. People living with 
HD and their families 
feel well informed of 
and connected to 
support services, are 
able to live 
independent lives 
where care is 
personalised to their 
specific needs 

10. People living with HD 
and their families feel 
well informed about and 
empowered to access 
available housing 
options, are able to live 
independently for longer 
and with a good quality of 
life.   

11. People living with 
HD and their families 
feel empowered and 
are more confident that 
appropriate plans are 
in place to ensure their 
future wishes are 
respected and that 
their future care needs 
have been anticipated. 

12. People living with 
HD and their families 
have a positive 
experience of long 
term care and are 
satisfied with their 
quality of life   

13. People with 
symptoms of HD 
and their families  
receive good 
health and social 
care support that 
promotes their 
physical and 
emotional 
wellbeing 
throughout life   

14. People living 
with HD and their 
families can easily 
access urgent, 
out of hours, 
support. 

15. More people with 
HD and their families 
are given the 
opportunity to 
participate in clinical 
trials where 
appropriate.  

Monitoring, 
measurement 
and 
evaluation 

Annual data on number 
of people being tested 
& number receiving a 
positive or negative 
result. 
 
Client experience 
survey illustrates 
improved experience of 
those considering but 
declining and/or 
undergoing genetic 
testing for Huntington’s 
disease or 
Preimplantation 
Genetic Diagnosis 
services. 
 
 
 

Annual data on 
time from 
referral to result. 
 
Client 
experience 
survey illustrates 
improved patient 
satisfaction with 
testing process 
and referral to 
follow up support 

Client & HSCP 
experience survey 
illustrates positive 
experience of 
symptom 
management and 
quality of life issues. 
 
Client survey, given 
at annual reviews, 
which captures 
qualitative data with 
regard to quality of 
experience of 
symptom 
management.  

Client & HSCP 
experience survey 
illustrates strong 
knowledge about 
the disease and 
available support.   

Client experience survey 
illustrates awareness of, 
and interaction with, 
employment support 
services. 
 
Case study exploring the 
impact of that the 
information, advice and 
support had on a client’s 
ability to continue to work 
in line with their 
individual employment 
preference 

Client experience survey 
illustrates high level of 
awareness of, and 
interaction with, support 
and advice services. 
 
More clients receiving 
money advice. 
 
Information on financial 
gains, number of clients 
experiencing reduced 
financial stress. 

Client experience 
survey illustrates 
high level of 
awareness of, and 
interaction with, 
support and advice 
services  
 
Number of young 
people being 
supported, numbers 
receiving 
information, advice 
and emotional 
support, numbers 
having better access 
to support and 
services, number of 
parents receiving 
support and advice 
regarding 
communication 
about HD. 
 

Client experience 
survey illustrates 
high level of 
awareness of, and 
interaction with, 
support and advice 
services  
 
Number of carers 
being supported, 
numbers being 
referred for statutory 
assessment, 
numbers receiving 
increased support. 
Numbers reporting 
an improved quality 
of life. 

Client experience 
survey illustrates high 
level of awareness of, 
and interaction with, 
support and advice 
services  
 
Numbers of clients 
receiving care 
packages, numbers 
reporting improved 
support and an 
improved quality of life. 

Client experience survey 
illustrates positive 
outcomes. 
 
Number of clients with 
housing adaptations, 
assistive equipment or 
who have received 
assessment and 
rehabilitation services 
reporting improved 
independence and quality 
of life. 
 
Case studies developed 
to explore impact of 
Framework in this area. 

Client experience 
survey illustrates 
confidence that future 
wishes are respected 
and future care needs 
anticipated.  
 
Case studies exploring 
the impact of having 
future plans in place. 

Client experience 
survey illustrates 
positive experiences of 
long term care. 

Client survey 
illustrates positive 
experiences of 
physical and 
emotional welfare 

Client experience 
survey illustrates 
knowledge of and 
access to out of 
hours support. 
 
Numbers of 
people contacting 
out of hours 
services. 
Evaluation of 
outcomes of 
advice/information 
or signposting. 

Number of health 
boards where clients 
can participate in 
clinical trials. 
 
Increasing proportion 
of people wanting to 
participate in clinical 
trials who are able to 
do so.   
 
Client survey 
illustrates increased 
satisfaction levels 

  
 

 
 
 
 
 

 
Client and Professional data collated and published three yearly, backed up with relevant case studies, to assess the impact of the National Care Framework. Findings used to direct continuous improvement. 

 
 

 

The National Care Framework for HD has been drafted to align with key Scottish Government & NHS Scotland strategies, including: 
 
Integration of Health & Social Care  
Neurological Health Service Clinical Standards  
A National Clinical Strategy for Scotland   
Realistic Medicine   
Delivering Quality in Primary Care National Action Plan  
Healthcare Quality Strategy for Scotland  
6 Essential Actions to Improving Unscheduled Care  
Improving the Health & Wellbeing of People with Long Term Conditions in Scotland: A National Action Plan   
NHS Health Scotland: Inequalities & Health Inequalities  
Caring Together: The Carers Strategy for Scotland     
Personalisation: A Shared Understanding   
Living and Dying Well: A National Action Plan for Palliative and End of Life Care in Scotland  
Delivering for Remote & Rural Healthcare  
Equally Well: Report of the Ministerial Taskforce on Health Inequalities  
A Route Map to the 2020 Vision for Health & Social Care    
 

 

  

http://www.gov.scot/Topics/Health/Policy/Adult-Health-SocialCare-Integration
http://www.healthcareimprovementscotland.org/our_work/long_term_conditions/neurological_health_services/neurological_standards_2009.aspx
http://www.gov.scot/Resource/0049/00494144.pdf
http://www.gov.scot/Resource/0049/00492520.pdf
http://www.gov.scot/resource/doc/321597/0103382.pdf
http://www.gov.scot/Resource/Doc/311667/0098354.pdf
http://www.gov.scot/Topics/Health/Quality-Improvement-Performance/UnscheduledCare/6-Essential-Actions-To-Improving-Unscheduled-Care
http://www.gov.scot/Publications/2009/12/03112054/4
file:///C:/Users/AHaw/Desktop/AH%20files/Care%20Framework/Draft%20Care%20Framework/Text%20version/NHS%20Health%20Scotland:%20Inequalities%20&%20Health%20Inequalities
http://www.gov.scot/Resource/Doc/319441/0102104.pdf
http://www.gov.scot/resource/doc/269193/0080033.pdf
http://www.gov.scot/resource/doc/239823/0066155.pdf
http://www.gov.scot/resource/doc/222087/0059735.pdf
http://www.gov.scot/resource/doc/229649/0062206.pdf
http://www.gov.scot/Resource/0042/00423188.pdf
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APPENDIX I – THE HD NATIONAL CARE FRAMEWORK DEVELOPMENT GROUP 

The Scottish Huntington’s Association is extremely grateful to the HD National Care Framework Development Group for its invaluable expertise and guidance in collating this draft document.  

The membership of the group (listed in alphabetical order, by first name) is as follows: 

Alison Campbell, Senior Staff Nurse, Murdostoun Neurodisability Unit, Lanarkshire 

Dr. Alison Gordon, Consultant Psychiatrist & Lead HD Clinician, NHS Lanarkshire 

Alison Hamilton, Lead Speech & Language Therapist, NHS Grampian 

Alistair Haw, National Care Framework Lead, Scottish Huntington’s Association 

Bob Bogle, Adult Non-Clinical Services Manager, Scottish Huntington’s Association 

Carolyn Craig, HD family member 

Cath Stanley, CEO, Huntington’s Disease Association (England & Wales) 

Catherine Martin, HD family member 

Dr. David Goudie, Consultant Geneticist, NHS Tayside 

David Thomson, Neurology Nurse, NHS Forth Valley 

Debbie Pitcaithly, Clinical Psychologist, NHS Fife 

Dr. Esther Sammler, Consultant Neurologist, NHS Tayside 

Fiona Smith, Rehabilitation Manager, NHS Greater Glasgow & Clyde 

Gerry Dykes, Self Directed Support Manager, Renfrewshire Health and Social Care Partnership 

Jeni Guthrie, Care Manager, Perth & Kinross Council 

John Eden, CEO, Scottish Huntington’s Association (CHAIR) 

Jillian Foster, Senior HD Specialist, NHS Fife 

Karen Sutherland, Operations Manager (Adult Clinical Services), Scottish Huntington’s Association  

Katrina Lansdown, Advanced Practitioner Occupational Therapist, NHS Lothian 

Linda Lucas, Senior HD Specialist, NHS Lanarkshire 

Mandy Graham, Team Lead Physio, NHS Lothian 

Marion Ireland, Senior Dietician, NHS Lothian 

Neil Sneddon, Manager, Physical Disabilities Social Work, Dundee Health & Social Care Partnership 

Prof. Mary Porteous, Consultant Geneticist, NHS Lothian 

Patricia McLaughlin, Senior Specialist Nurse, The Single Gene Complex Needs Service 

Dr. Paul Baughan, GP & Primary Care Clinical Lead, NHS Forth Valley 

Paula McFadyen, Senior HD Specialist, NHS Tayside 

Dr. Sharon Mulhern, Consultant Clinical Lead Neuropsychologist, NHS Ayrshire & Arran 

Dr. Stuart Ritchie, Consultant Psychiatrist & Lead HD Clinician, NHS Greater Glasgow & Clyde  

Tracey Welbury, Senior Dental Officer, NHS Greater Glasgow & Clyde 

Valerie Maxwell, Centre Director, Dee View Court Neurological Centre, Sue Ryder Care, Grampian 

Prof. Zosia Miedzybrodzka, Consultant Geneticist & Lead HD Clinician, NHS Grampian & NHS Highland  
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APPENDIX II -  Key themes on purpose and format of National Care Framework, as agreed by Development Group 

A) The purpose of the Framework 
 
The Development Group believes that the purpose of the National Framework should be to: 
 

 Help health and social care professionals (HSCPs) with strong experience of HD  to champion their delivery of high quality HD services and encourage buy in from other HSCPs & providers with less 
experience of the disease 

 Help to promote good practice in order to educate and inform HSCPs & providers with less experience of HD  

 Empower HD families by making clear the sort of care and support they should expect to receive (having incorporated input provided by HD families on what their needs are) 

 Help to minimise regional variations in care and support by highlighting and sharing good practice 
 
The Development Group believes that the purpose of the National Framework should not be to: 
 

 Seek to impose a “one size fits all” approach to the health and social care of HD families throughout Scotland 

 Seek to provide an exact course of action for every conceivable problem that may materialise 
 
B) The format of the Framework 
 
The Development Group believes that the National Framework should: 
 

 Be a short document that is “high-level” and “overarching” in its scope (with more detail to be included in the local frameworks to follow) 

 Be referred to as a Framework rather than a Pathway 

 Be person-centred (or HD Family centred) 

 Encourage joined up multi-disciplinary working 

 Be flexible, allowing and indeed encouraging HSCPs to apply common sense rather than seeking to comply with the document in an unthinking and literal way 

 Be able to evolve as and when evidence and/or systems and key personnel change 

 Be published primarily in an electronic format (to assist with above) 

 Be a flexible, living reference tool rather than just another glossy document that sits on a shelf 

 Be clear that the needs of every HD family is unique 

 Be written in a language that is accessible to providers, HSCPs and families  

 Be well bookmarked to enable busy HSCPs to find the section that is relevant to their patients 

 Be clear that HD has a family/ generational aspect 

 Include aspirational statements of care and support 

 Include case studies of HD families and supportive HSCPs/ providers to “bring the document to life” 

 Make use of diagrams to make the document as clear as possible 

 Require significant, targeted marketing/ PR/ influencing on publication to increase awareness amongst key audiences 

 Be well placed by online search engines 

 Signpost to other well established and relevant frameworks/ pathways/ standards, rather than seeking to duplicate what is already published and well established 

 Be measureable, and therefore able to demonstrate to what extent it is delivering real change 
 

The Development Group believes that the National Framework should not:  
 

 Seek to impose top down solutions from the centre 

 Be unrealistic in what it calls for, thereby creating false expectations 
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APPENDIX III – Responses to initial consultation (15 Sept – 7 Oct) 
 

The Scottish Huntington’s Association is extremely grateful to those who responded to our phase 1 consultation on the draft text of the Framework. Their feedback has had a significant role in developing 
the current draft of the document.  Those responding to the phase 1 consultation (listed in alphabetical order, by first name) are as follows: 
 

Dr Alasdair Fitzgerald, Consultant in Rehabilitation Medicine & Chair of HD Partnership Group, NHS Lothian 
Dr Alison Livingstone, Consultant Lead Clinician Clinical Neuropsychologist, NHS Tayside 
Dr Alistair Cook, Consultant Psychiatrist, NHS Lanarkshire 
Allan McGill, Senior HD Specialist, NHS Ayrshire & Arran 
Anne Milne, Community Rehabilitation Occupational Therapist, City of Edinburgh Council 
Annette Brown, Senior HD Specialist, NHS Lothian 
Catherine Findlay, Occupational Therapist, City of Edinburgh Council 
Claire Wood, Associate Director Allied Health Professionals & Chair of Neurology Steering Group, NHS Highland 
Corinne Payne, HD Specialist, NHS Lanarkshire 
Daniela Rae, Senior Specialist Nurse in Genetics, NHS Grampian, Chair of European Huntington’s Disease Network’s Standards of Care Working Group 
David Drain, Specialist Youth Advisor (North East Scotland), Scottish Huntington’s Association 
Dr David Gillespie, Consultant Clinical Neuropsychologist, NHS Lothian 
Debbie Barrowman, Community Specialist Dietician, NHS Lanarkshire 
Dougie Johnstone, HD Specialist, NHS Greater Glasgow & Clyde 
Fiona McGuinness, Care Home Dietician, NHS Lanarkshire 
Gavin Walker, Specialist Youth Advisor (Central, South & West Scotland), Scottish Huntington’s Association 
Gordon Bogan, Senior HD Specialist, NHS Highland 
Heidi May, Director of Nursing, NHS Highland 
Jacqui Terrance, Lead Occupational Therapist for Mental Health & Learning Disability, NHS Lanarkshire 
Dr Jenny Preston, Consultant Occupational Therapist & Lead Clinician for Neurological Rehabilitation, NHS Ayrshire & Arran, Chair of College of OT Specialist Section Neurological Practice 
Dr Julia Clark, Freelance Consultant Neuropsychologist 
Julie King, Occupational Therapist, City of Edinburgh Council 
Julie Wilson, Postural Management Occupational Therapist, Fife Council 
Katie Hamilton, Senior Practitioner Occupational Therapist, East Lothian Council 
Dr Killian Welch, Consultant Neuropsychiatrist, NHS Lothian 
Kirsten Walker, Senior Specialist Youth Advisor (South West Scotland), Scottish Huntington’s Association 
Laura Lawrie, Social Work, West Lothian Council 
Leigh Thomson, Social Work, Midlothian Council 
Linda Findlay, Associate Medical Director, South Lanarkshire Health & Care Partnership 
Liz Fraser, Senior HD Specialist, NHS Grampian 
Liz McConnell, Assistant Operations Manager (Adult Clinical Services), Scottish Huntington’s Association 
Dr Louise Blackmore, Consultant Clinical Neuropsychologist, NHS Highland  
Margaret Clark, Social Work, NHS Highland 
Nicola Johns, HD Specialist, NHS Fife 
Dr Nikki Thomson, Consultant Psychiatrist & Clinical Director for Mental Health, NHS Highland 
Pamela Caskie, Occupational Therapist, NHS Lanarkshire 
Peter Carruthers, Specialist Youth Advisor (Fife & Lothian), Scottish Huntington’s Association 
Dr Richard Davenport, Consultant Neurologist, NHS Lothian 
Dr Roger Cable, Consultant Psychiatrist, NHS Dumfries & Galloway 
Sally Woolvine, Senior HD Specialist, NHS Greater Glasgow & Clyde 
Dr Stewart Donald, Consultant in Rehabilitation Medicine (Community) and Systemic Practitioner, NHS Lothian 
Suzanne Crichton, Team Lead Occupational Therapist, NHS Lothian 
Dr Tim Johnstone, Consultant Psychiatrist & Lead HD Clinician, NHS Ayrshire & Arran 
Trevor Law, HD Specialist, NHS Lothian 
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APPENDIX IV – Scottish Government & political support for a National Care Framework for HD 
 
The work to develop a National Care Framework to HD is funded and backed by the Scottish Government: 

 
“The Scottish Government wants to ensure that people living with conditions like Huntington’s Disease have access to the best possible care and support. This includes support for their 
families and carers. By working with Scottish Huntington’s Association to help them develop this project, we can deliver a better care framework, based on the experiences of people living with 
the condition. It’s important to note that the lessons learned from this project will have potential knock-on benefits for improving care in other neurological conditions.” Scottish Government 
ministerial press release, October 2015 (full statement here: http://hdscotland.org/scottish-government-teams-up-with-sha/)  

 
In addition to backing from the Scottish Government the Care Framework has been backed by all parties represented in the Scottish Parliament. The following parliamentary motion, tabled by Shadow 
Health Secretary Donald Cameron MSP, was backed by SNP, Conservative, Labour, Green & Lib Dem MSPs, including the leaders of all opposition parties (Ruth Davidson, Kezia Dugdale, Patrick Harvie & 
Willie Rennie), all opposition lead health spokespeople (Donald Cameron, Anas Sarwar, Alex Cole-Hamilton and Alison Johnstone) and the convener and deputy convener of the Health & Sport Committee 
(Neil Findlay & Clare Haughey). 

 
Motion S5M-00510: Donald Cameron, Highlands and Islands, Scottish Conservative and Unionist Party, Date Lodged: 17/06/2016 
A National Care Framework for Huntington’s Disease: That the Parliament understands that Huntington’s Disease (HD) is a rare, hereditary, degenerative, incurable and ultimately fatal 
condition that attacks the brain and central nervous system and that the disease affects an estimated 1,100 people in Scotland, with a further 4,000-6,000 at risk of inheriting it; welcomes the 
Scottish Government’s decision to commission the Scottish Huntington’s Association (SHA) to lead on the development of a national care framework for HD to help drive up standards of care 
and support; further welcomes SHA’s announcement of a multidisciplinary expert group to lead on the development of the framework; wishes the SHA, the development group and the wider 
HD community every success in their work, and calls on health and social care providers throughout Scotland to get behind the growing movement to raise both awareness of HD and the 
standards of care and support provided to generations of families who have had its devastating impact visited on them. 
 
Supported by: Ross Thomson, Alexander Burnett, Alison Harris, John Mason, Murdo Fraser, John Lamont, Alison Johnstone, John Finnie, James Dornan, Oliver Mundell, Liam McArthur, Iain 
Gray, Peter Chapman, Douglas Ross, Kenneth Gibson, Miles Briggs, Jeremy Balfour, Liz Smith, Liam Kerr, Anas Sarwar, Jackson Carlaw, Gordon Lindhurst, Rachael Hamilton, Jackie Baillie, 
Maurice Golden, Monica Lennon, Richard Leonard, Brian Whittle, Margaret Mitchell, Clare Adamson, Emma Harper, Neil Findlay, Richard Lyle, Clare Haughey, Alex Cole-Hamilton, Ivan 
McKee, Fulton MacGregor, Edward Mountain, Daniel Johnson, Colin Beattie, Graeme Dey, Joan McAlpine, Claire Baker, Bruce Crawford, Stuart McMillan, Rhoda Grant, David Stewart, Lewis 
Macdonald, Ruth Davidson, Elaine Smith, Richard Lochhead, Alex Rowley, Michael Russell, Bob Doris, Andy Wightman, Bill Kidd, Willie Rennie, Gil Paterson, Mark Ruskell, Kezia Dugdale, 
James Kelly, John Scott, Patrick Harvie, Annie Wells, Finlay Carson, Colin Smyth (correct as at 26/10/16) 

 
The National Care Framework for HD therefore has the backing of the Scottish Government, all parties represented in the Scottish Parliament and a majority of MSPs. 
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