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Background

The following project was developed in partnership with Scottish Huntington’s Association who are a charity that offer extensive specialist support to families with a diagnosis of Huntington’s disease in Scotland (SHA 2019). Huntington’s disease (HD) is a hereditary neurodegenerative condition that impacts on a person’s cognitive, physical and psychological functioning (Nance 2017). 
The need for the project was identified by SHA after the development of new postural management guidelines for neurodegenerative conditions. From their expertise in this field, they acknowledged the guidelines would not meet the needs of this population as they failed to incorporate the unique characteristics of HD. Involuntary movements (known as chorea) is characterised by abnormal, uncontrollable movements affecting the persons trunk, face and limbs (Bates et al. 2014). As the condition progresses, the person will be unable to change their position independently (Pope 2007). Therefore, 24hour postural management is an imperative intervention for people with HD to maintain function, health and support postural stability (Stinson et al. 2020).  
The preliminary stage of developing guidelines was completed, through a scoping exercise which took place in the form of a research project. A generic qualitative approach was used to develop an online survey and a total of seventeen participants completed the survey. Participants were from a variety of health care disciplines across different localities within Scotland, which was the desired sample representation. The survey required the participants to reflect on experiences of providing postural management to those with HD, offering opinions on the needs, risks, barriers and facilitators to this approach.
 Six themes were identified from the findings and involuntary movements were discussed extensively throughout. The findings from the survey made it abundantly clear that involuntary movements are a unique characteristic of HD which impacts on safe postural management. The postural management needs for people with HD related to functional ability, comfort, safety and maintaining an appropriate posture over a 24hour period. The expertise of occupational therapists and HD specialists were an important tool utilised by other health care professionals when providing postural management. This was often the preferred method of knowledge generation rather than the use of guidelines, although some guidelines and resources were utilised. There was a disparity in response across localities relating to training and education. Cost, use and availability of equipment impacted on the effectiveness of services and to the health and wellbeing of the person and their family. This report will provide SHA with evidence from the research that could have the potential to move guideline development onto the next phase. 


Aims and Objectives

To work in partnership with SHA to complete the preliminary work around guideline development to identify the unique presentation of Huntington’s disease and how this influences health care professionals approach to safe postural management. 
· To determine whether current guidelines support health care professionals to assess and implement safe postural management for those with HD.
· To identify what health care professionals perceive the needs of individuals with Huntington’s disease that require safe postural management input to be. 
· To identify health care professionals attitudes and approaches to risk taking in relation to safe postural management for people with Huntington’s disease. 
· To determine what health care professionals identify as facilitators or barriers to providing safe postural management for individuals with Huntington’s disease



Method

To begin the preliminary stage of developing guidelines, the NICE guideline manual (2021) was utilised to follow a standardised process. Ethical approval was granted by the Queen Margaret University ethics panel for the research project to commence. In order to locate participants an information sheet was created to offer informative and factual information about the survey to allow participants to make a voluntary decision about whether to take part or not. Consent was obtained and required before participants could take part in the survey. An online survey with open-ended questions was developed and sent to Huntington’s disease specialists and community occupational therapists to gather their opinions on providing postural management to people with Huntington’s disease. During the two week data collection period, seventeen healthcare professionals participated. 


Table 1: Demographics of participants from study
	Professional role
	Area in Scotland of work

	8 Occupational therapists (SHA and community)
	Fife, Edinburgh, East Lothian, Lothian, 

	7 HD specialists (nurse, social worker, other)
	Fife, Ayrshire, Glasgow and Clyde, Grampian, North Lanarkshire, Lothian, Tayside,

	1 Physiotherapists
	Lothians






Findings and Discussion

The data was analysed using thematic analysis which followed an inductive approach to find themes from the original data. Involuntary movements were discussed extensively throughout the findings and influenced the way health care professionals approached safe postural management. 

Huntington’s disease characteristics
· The participants were able to clearly identify the characteristics of HD they have observed and worked with when providing care for a person and their family. 
· “Involuntary movements” or “movement disorder” was the main focus in response to the questions asked. This provides evidence that this condition specific characteristic impacts on all aspects of care. Participants used words and phrases like “significant symptoms”, “challenging” and “complex” to describe their experience of supporting a person with involuntary movements. 
· The participants were asked about the difference between providing postural management to people with HD compared to those without, the responses all related back to involuntary movements. 
· The word “unique” was used by many participants when trying to describe how involuntary movements impacted on the provisions of care
· Cognitive changes were another characteristic of HD that were discussed, people had reduced insight, experienced memory difficulties, personality changes and had negative effects on their mental health. Rothing et al. (2013) suggested that people with HD experienced a decline in their mental health due to the fact they had been raised by and witnessed the impact of the condition on their parents
· Participants experienced challenges to working with a person due to their reduced insight which meant they were unable to “reason the importance” of the interventions being presented to them.
· There were secondary problems reported- weight loss, impaired feeding and skin integrity were all additional considerations. It was interpretated that characteristics had many elements and could not be seen in isolation. The literature explains that secondary issues or illness may be the cause of death rather than HD itself (Aubeeluck 2003: Roos 2010). 


Postural management: support and needs
· All participants were able to define postural management with an understanding of why it was needed, some more in depth than others. This may be because there was a higher response rate of occupational therapists, who according to Blineys et al. (2013) have the right skill set and expertise in providing postural management. This is reiterated by Stinson et al (2020) who state that occupational therapists use postural management as a strategy to prevent functional decline and improve quality of life.
· There was a limited understanding from the participants that postural management required a 24hour approach. The literature and guidelines back up the reasoning for why it needs to be monitored and assess over a 24hour period (Stinson et al. 2020: EHDN 2012: NES 2017: Pope 2007).
· Those that did mention it suggested it was for a variety of reasons:
· “looking at activities in the person’s life where unsupported posture needs to be addressed” 
· “for those with limited movement to prevent body shape distortion” 
· “to minimise postural abnormalities, asymmetry and maximise function”.
· The word “support” was used extensively when the participants described the need for postural management. Support came in many forms; use of equipment, manual handling techniques, risk management and physical, psychological and emotion support from family or carers.
· A holistic approach was deemed the most appropriate approach to support someone and it was important that health care professionals worked together as a team. Veenhuizen and Tibben (2009) state this is an effective way of working by taking a proactive approach and flexible attitude to improve quality of life of the person and their family.

Equipment
· The participants spoke about equipment as a solution to aid posture. Participants suggested equipment such as static chairs, wheelchairs, shower chairs and sleep systems were used with good effect but often need replaced after a short time. 
· The word “robust” was used extensively when participants spoke about equipment as there were examples where equipment broke easily and there was wear and tear after 2 years of use. The Specialist Wheelchair Seating guidelines suggest on average every 3-5 years chairs need replaced due to wear and tear and the changing needs of the disabled individual (British Society of Rehabilitation Medicine 2004).
· The replacement of equipment seems to be more frequent for people with HD because of involuntary movements according to participants. They implied that if the equipment is to withstand the constant movement it needs to be strong and durable. 
· A major issue with supplying the equipment or replacing it was down to cost and who was in charge of providing those funds. Some of the participants noted that nursing homes or care facilitates were “reluctant” to purchase equipment for the residents with HD. This meant that health care professionals could only advise and recommend what was needed and had “no powers to enforce”
· There was also discussion around securing or accessing funds in a suitable time to purchase the equipment. 






Safety, risk and restraint
· Involuntary movements impact on the safety of the person especially when equipment is being used. The main emphasis was on the difference between what could be seen as safety or restraint. This was relating to professionals introducing harnesses and lap belts to chairs to stabilise the person’s pelvis and to ensure the person doesn’t fall out of the chair. Bauchoud-Levi et al. (2019) suggests that protective measures should be put in place to avoid injury or choking during activities of daily living.
· A participant suggested a risk assessment should run alongside the postural management care plan that had been implemented for a person, which would provide the rational for the intended use of the equipment. As suggested in the guidelines by EHDN (2012 p. 53), a “full assessment of the person’s physical and cognitive abilities and their behaviour” is required when introducing equipment. The guidelines do not explicitly say a risk assessment is required here and the wording could cause ambiguity about what constitutes as a full assessment.
· Participants noted that people experience impaired cognition and reduced insight which can make it difficult for the person to comply or fully comprehend the benefits of postural support. 
· There is a risk to the person, family or carer during the positioning process and throughout the time the person is sitting or lying. 
· Risk assessment can support the trial and use of certain equipment to make sure the best options are considered and eliminate risks. 
· Restraint issues- ethical considerations, legalisation, involve everyone in the conversation, limit time and use of equipment.





An inconsistent approach: guidelines, resources or expert advice?
· The responses to question seven which related to the use of resources, guidelines or evidence was varied and no consistency in practice was identified. Participants did make reference to certain guidelines; EHND, NICE guidelines for MND and Huntington’s disease association best practice. These resources date back to 2012, which according to NICE (2021) and their guideline review timeframe, they are out of date and may not offer the most effective interventions
· Two participants from the same locality noted their service have created a resource from the knowledge and skills gained during postural management training.
· There were participants that did not provide examples of guidelines or resources and instead utilised expert advice. This was from health care professionals such as occupational therapists and HD specialists.
· Participants repeatedly highlighted the importance of involving the appropriate health care professionals, family, carers and individual in the decision-making process. It is important to consider the situation on an individual basis, utilising assessments and regularly reassess and review on a 6 monthly basis or more often depending on how the condition is progressing. 


Training and education
· The topic of training and education was discussed by participants in relation to professional skill development, professional responsibility and to address carer competence.
· Participants repeatedly discussed that training care staff on the use of equipment was very important. This was understood to be because of the risk when carrying out manual handling tasks and positioning people appropriately due to involuntary movements to both person, family and carers involved. 
· Although healthcare professionals offer training and education to family and carers, it is not always well received, or utilised appropriately. Participants noted that inconsistencies occur in manual handling techniques and positioning methods due to changes to carers.  
· Participants had experiences where relatives and providers have left the referral too late, so the person’s posture asymmetry had advanced and developed contractors which are irreversible once past a certain point. According to Pope (2007) the failure to protect a person’s body shape can affect their participation within everyday activities and could also have life-threatening consequences.
· The responses regarding professional competence and training opportunities were different across localities. Two participants from the same locality noted their service offer training opportunities to ensure they use a standardised approach. This may be seen to have positive benefits for the people they are caring for as a consistent approach has been discussed in the literature as a key component of service provision (EHDN 2012: Aubeeluck 2003).











Recommendations

· The neurological care and support framework in Scotland (2019) acknowledges the need to improve the provision of co-ordinated care for people with a neurological condition. The findings suggest that health care professionals play a vital role in improving the quality of life for people with HD through assessing and implementing postural management. There was a lack of consistency in health care professionals approach to providing postural management which may be down to their knowledge and skills on the topic. Health care professionals could benefit from further education and training on postural management to improved knowledge, skills and confidence when assessing and implementing this approach. Current inhouse training practices exist, so sharing resources and tools could be a timely and effective way to utilise these resources and reduce costs.
· SHA are recommended to review the evidence and evaluate how it could inform future guideline. This research has highlighted key areas of development that could be taken forward by the service for future research for service improvements. SHA could consider continuing the partnership with QMU if they decide to move onto the next stage of guideline development. 



