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About the HAVEN Study 
 

Chief Investigator: Dr Pam Ramsay, Research Fellow in Critical 
Care, Centre for Population Health 
Sciences, University of Edinburgh 
 

Co-Investigators: Dr Anthony Bateman, Consultant Critical 
Care and Long Term Ventilation, NHS 
Lothian 

 Dr Jessica MacLaren, Post Doctoral Fellow, 
School of Health in Social Science, 
University of Edinburgh 

 Dr Sheila Rodgers, School of Health in Social 
Science, University of Edinburgh 

 Prof Pam Smith, School of Health in Social 
Science, University of Edinburgh 

 

 

Aims 
1. To explore the everyday experiences and quality of life of people on home-based 

mechanical ventilation due to respiratory insufficiency caused by neuromuscular 
disease.  

2. To explore the experiences of family members who are caring for someone who is 
ventilated at home. 

 
 

Background 
The project explores the experiences of two patient groups: those with motor neurone 
disease, and those with Duchenne/Becker muscular dystrophy.  These are an emerging 
patient group, whose life-expectancy has increased significantly in recent years, and who 
are living longer with high degrees of disablity and complex care needs. 
 
Existing research into home ventilation in neuromuscular conditions largely focuses on 
symptoms, or use of health-related quality of life measures.  These measures have been 
criticised as overly symptom focused, and non-representative of ‘quality of life’ in the 
unique context of the person concerned.  There is little research addressing complex social, 
physical and relational aspects of home ventilation from the perspective of patients.  There 
is evidence that home ventilation imposes a large financial and social burden on families, 
but there is virtually no research into families’ experiences of caring for a relative who is 
ventilated at home. 
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Participants 
People using the Edinburgh Home Ventilation Service were initially approached by Anthony 
Bateman, and the contact details of those who were interested in participating in the study 
were passed to Jessica MacLaren, who contacted individuals to further discuss the project 
and arranging an interview.  The family carers of patients who chose to participate in the 
project were then asked if they would be willing to give an interview. 
 
 
 
 
 
 
 
 
 
 
 
 

 
Table showing inclusion and exclusion criteria for participants. 

 
 

 
Table showing numbers of participants and interviews. 
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Methods 
This was a qualitative study, which aimed to understand personal experiences of using a 
ventilator, and to understand the context in which each person’s experiences occurred. 
 
Data were collected October 2015-May 2016, using a mixture of solo and dyadic semi-
structured interviews with patients and family members to collect in-depth accounts of 
personal experience.  
 
Interviews were digitally recorded, then transcribed verbatim.  A thematic analysis of the 
data was conducted by Jessica MacLaren, with input from the rest of the project team.  
Three major themes were identified: Care; Independence and Dependence; Machines and 
Equipment.  Below is an example of the theme Independence and dependence, with its 
subthemes.

  
 

Diagram of major theme and subthemes. 
 
 
Publication and Dissemination of Findings 
The findings of the HAVEN study are being shared in the following ways: 

 A knowledge exchange event on Thursday 4th August. 

 Short summaries produced for stakeholders. 

 Published papers in healthcare journals. 

 International conference presentation 
 
Ethics 
Ethical approval received from the REC (reference 14/SS/1082). 
 
For more information about the HAVEN study please email Jessica.MacLaren@ed.ac.uk  
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Study Findings 
 
There is an emerging population of patients who receive home based mechanical ventilation 
to alleviate respiratory insufficiency caused by degenerative neuromuscular conditions such 
as motor neurone disease and Duchenne/Becker muscular dystrophy.  These people are 
living longer lives with complex care needs. 
 
Home ventilation is experienced as both life-saving, and life-enriching.   

 Ventilation supports everyday life.  It has physical effects including reducing headaches,  
increasing energy, and supporting a good night’s sleep. 

 Ventilation also gives patients a sense of security and confidence.   

 Ventilation facilitates social life, and supports people to achieve life-goals like study or 
travel. 
 

Some aspects of care work well, but overall, current care arrangements do not meet the 
complex care needs of this patient population.   

 Much of the care received by these patients is provided by social carers, who assist with 
tasks such as tracheostomy care.  Social carers are often inadequately prepared to work 
with this group of patients. 

 There is a common experience of being in conflict with services over how care is 
provided, and some participants report feeling bullied by services.   

 It can be difficult to negotiate adequate levels of care with local authorities, and many 
participants describe having to fight for care funding and resources. 

 There are instances of non-specialist (or differently specialist) services failing to 
understand the needs of ventilated patients.  

 The service provided by the Edinburgh Home Ventilation Team is highly valued by 
patients and family, and overall experiences of this team are good.  Particularly valued 
are visiting at home, and the 24 hour telephone line.  However, as the Home Ventilation 
Service becomes busier, the team is less able to provide holistic care to this group of 
patients, and care has become focused on specific issues around ventilation.  
Participants feel that this has reduced the quality of service they receive, and does not 
allow for important ‘extras’ such as the training of carers to use ventilator equipment. 

 Good experiences of social care are associated with small, stable teams of carers, where 
relationships can develop, and carers can become familiar with their client’s 
idiosyncratic needs. 

 
Caring for a relative who is ventilated at home imposes a significant physical and 
emotional burden on family members.   

 Family carers are fulfilling a role as ‘care manager’, co-ordinating and monitoring the 
various services required by their relative. 

 Families can feel poorly treated by health and social care services. 


