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Introduction
Headway welcomes the consultation on the development of a National Carers’ Strategy initiated by the Department of Social and Family Affairs. What we hope to achieve with this document is to communicate the views of people caring for those with acquired brain injuries and to raise awareness about the nature of the particular challenges that face those coping with the consequences of a family member’s injury. 
The views expressed in this submission arise directly from a consultation exercise conducted by Headway in which over three hundred family members were contacted with an invitation to submit their views and opinions under the various headings suggested by the National Carers’ Strategy Working Group.

About Headway

Headway is the National Association for Acquired Brain Injury (ABI).  We provide a range of community based services for people affected by brain injury. We also work to heighten public and political awareness of acquired brain injury and the impact it has on individuals, families and carers.  Our mission is to bring positive change in the lives of those affected by acquired brain injury. Our ultimate vision is for people with acquired brain injury to be valued by and included in society and to live their lives to the best of their abilities.
Acquired Brain Injury

Acquired Brain Injury is the name given to any sudden damage to the brain sustained during a person’s lifetime. It can be a result of a car accident or other blow to the head, or a stroke, haemorrhage, viral infection or tumour.

Many people with brain injury have no obvious outward physical disability but the effects, though often invisible, can be profound and unique to the individual. These difficulties are often lifelong, affecting both the individual and their family members in a variety of ways which we discuss below.
Due to the multiple varied effects of Acquired Brain Injury, people often have difficulty living independently, working or returning to education, participating in social and leisure activities and maintaining family roles or personal relationships. The impairments caused by an acquired brain injury for an individual may be physical, psychological, emotional, behavioural or social and frequently involve a combination of these.
Statistics

Each year in Ireland it is believed that up to 11,000 people are admitted to hospital with a head injury with a further 10,000 suffering from a stroke . Additionally, we estimate that up to 30,000 people in Ireland between the ages of 16-65 have an ongoing disability following a brain injury. Brain injury is the foremost cause of death and disability in young people. Those that are between 15-29 years of age are three times more likely to sustain a brain injury than any other group.
What Headway Does
We have centres in Dublin, Cork, Kerry and Limerick along with an Information & Education Service in the South-East. We offer a range of supports to help people live more independent lives after a brain injury.  These include:

Information, Support and Education Services
We provide support & information to anyone with an acquired brain injury, their carers or family members, and to professionals through a national helpline. This operates Monday to Friday, 9am to 5pm to provide information on acquired brain injury, the services available to people affected, and a listening ear.  

Our Information and Education service provides a number of community based support groups for carers of people with Acquired Brain Injury and an outreach education service to provide information to local groups and schools.

Our website and on-line forums provide another valuable point of contact and source of information for family carers.  We also promote an awareness of acquired brain injury and Headway by making visits and presentations to relevant organisations, and distributing information materials.

Psychological Services
In addition to psychological assessment after an injury, we also provide therapy and counselling for those affected by acquired brain injury and their families.  We offer workshops and training to other professionals and organizations, and take part in research programmes to gain further understanding of acquired brain injury.

Community Based Rehabilitative Services

We also provide a number of services based in the community focusing on the needs of people with an acquired brain injury, including Day Rehabilitation Services, Rehabilitative Training Programmes, Supported Employment, Community Access and Social Work programmes. In these person centred services, key workers liaise closely with family members and family carers providing vital emotional and practical support to assist in the care of people with ABI.

More detail about Headway and its activities can be found at our website, www.headway.ie
The Impact of Acquired Brain Injury on Family Carers
Coping with an acquired brain injury is a major challenge for any family. One of the most challenging aspects of a brain injury is the fact that the whole immediate family, in-laws and close friends are all affected in one way or another. No family is ever prepared for a brain injury.

The impact of an acquired brain injury on family functioning is a well studied area and any survey of literature will reveal the multiple demands placed on carers due to the consequences of Acquired Brain Injury. What is well established is that the diverse effects of a brain injury create multiple impacts on relationships and families.

When a family experiences a brain injury its coping strategies are severely tested. Spouses often feel isolated and trapped where their needs are not being met. For many partners the person they married has changed because of their injury. Roles are sometimes reversed and relationships are put under strain. Extended family members often don’t know how to cope and help – even with the best will in the world.

Of particular note for carers of people with acquired brain injury are findings that it is the invisible consequences of brain injury, for example the changes in personality and behaviour that are more stressful to cope with than the physical consequences. This factor is pertinent to our submission as it compounds a problem of lack of recognition faced by family carers in general. Because the person they care for has a disability which is frequently hidden or invisible, the caring role by extension also becomes invisible to onlookers.
Demands Placed on Carers of people with ABI

Following an injury, an individual may show marked changes in their social skills and self-care and families may be confronted with childlike behaviour, self-centredness, tactlessness, reduced emotional sensitivity and lack of gratitude. Impaired control may be displayed in a number of ways including Impulsivity, verbal and physical aggression, increased/decreased libido, financial irresponsibility, alcohol and drug abuse, poor frustration and stress tolerance, impatience, restlessness, and a lack of mental flexibility with the need for a highly structured and routine environment. 

Common emotional difficulties exhibited by people with ABI such as depression and anxiety may lead to challenging behaviours such as withdrawal and avoidance. Increased dependency, which may be related to emotional problems, may also lead to increasing demands for attention from caregivers.

When self-awareness has been affected, this places further stress on family as the injured person may refuse to believe they are acting inappropriately and respond angrily to feedback.

People who are somewhat distanced from the person with the injury often have little understanding of what the family carer is experiencing. The person with the injury may be able to act ‘normally’ for short periods in front of visitors or publicly, so that many won’t believe the difficult home situation as described by the family. Rather than offer support, friends or members of the extended family may make judgements about how a person cares for their relative.

Carers often have to do everything around the house. Prior to the injury they may have relied upon their loved one’s support for everyday pressures such as housework and managing finances. Following the injury the workload increases while at the same time there is reduced support to help the carer cope.

Impact on Carers’ Health

Internationally, there is a wealth of research which describes and quantifies the burden of care caused for family members by brain injury (e.g. Morris 2001, Marsh NV 1998)
 Many studies identify the increased incidence of anxiety and depression as a consequence of caregiver stress.
The impact of the caring role on carers’ health has been recently studied in Ireland through a recent major survey undertaken by Care Alliance (2007)
. The survey revealed that:
· Carers are less likely to be in very good health

· More than 25% of carers say their health has directly suffered as a result of their caring responsibilities

· Carers report a lower quality of life compared to the general population

From the perspective of the person caring for someone with ABI this may seem like stating the obvious, but nevertheless this adds to the growing body of evidence of the direct health impacts caused by the stresses of caring for someone with brain injury.

A recent Australian study found that carers who look after frail, disabled or mentally ill relatives suffer "extraordinary" rates of depression and have the lowest level of wellbeing of any group in society. In this study, conducted by Robert Cummins of the school of psychology at Deakin University, Melbourne, Australia, 56 per cent of carers would be classified as moderately depressed compared with 6 per cent of the general population. Almost 40 per cent of the carers were estimated to fall in the "severe" to "extremely severe" range of depression. The average carer also experienced moderate levels of stress.

Consultation on the Views of Carers

Headway took the opportunity posed by the consultation to invite carers or family members of current service users to express their views to the National Working Group. We wrote to 311 carers informing of the consultation and inviting them to respond with their views either in writing or verbally. 
Themes Emerging from the Consultation Process
Twenty carers responded to the invitation to submit their views to the consultation process. Of these, most were verbal submissions (18). Many carers remarked that they would not have the time or energy to put “pen to paper” to respond in writing or email and so preferred to communicate their issues verbally.
The submissions paint a vivid picture of the particular stresses faced by people caring for those with ABI. Carers were wives, husbands, mothers, daughters, brothers and partners of people with ABI ranging across ages from 30 to 85. One carer who responded was an eighty five year old mother of a son with brain injury:
"I've been caring for my son for 24 years without a break. I'm now 85, the sole carer in the home."
Two major themes emerged in the consultation process:

· The lack of visibility and recognition that carers of people with ABI face. This is compounded by the lack of visible physical impairments in the injured person. The carers in effect become invisible by extension.
· A major stressor for carers of people with ABI is lack of sufficient and appropriate services in the community for the people they care for. 

The Caring Role

On the nature of their caring role, many remarked on the change of role brought about by the brain injury, including the difficulty of caring for people who are no longer able to take responsibility for themselves either due to a lack of insight, or behavioural difficulties resulting from the injury:
"I do babysitting 24/7 - he has no insight into how bad he is. I have to monitor him all the time". 

"I've become a mother and father to him: its just like having a child in the house"

"He became an old person overnight"

One carer related how that due to her son’s reduced capacity for initiation, she has constantly to supervise and prompt him despite him having the physical capability to cook, wash and dress themselves:
"without me he wouldn't eat properly, sleep properly, wash properly"

Particular Barriers Facing Carers of People with ABI

Visibility and Recognition

Many carers talked about the particular problems caused by the “invisible” nature of brain injury:
“Just because you can’t see a physical disability, it doesn’t mean it’s not there”

"He looks ok, nobody realises how bad he is"

One carer explained that she has become so tired of having to explain the problems that the person she cares for has that she has given up and simply agrees when people say to her “aren’t you lucky?”.
"Because his situation is not obvious the burden of explaining him to other people falls on me"

One carer explained it this way:
"He’s not in a wheelchair but his brain is in a wheelchair"

and on the lack of recognition caused by this invisibility, one carer put it this way:
"He's gone, he's not coming back. I'm a widow with a living corpse to deal with and nobody recognises it"

Labour Market Issues

One consequence emerging from the consistent theme of the lack of formal recognition for the caring role was the difficulty posed for carers wanting to return to work:

"I have a hole in my CV, no status and no recognition for what I've been doing [in my caring role]"

Healthcare and Services

Lack of Appropriate Services for Acquired Brain Injury
All carers without exception mentioned the absence of services in the community for people with Acquired Brain Injury as a major source of stress. This covered the whole range of services including residential supports, therapeutic interventions, day service places, vocational supports and information.

"The people aren't there, the services just aren’t there"

"If only there was suitable employment for him, but there's nothing"

"Can't even get a speech therapist"

and on the appropriateness of the services when they were available:
"We had 10 hours per week care workers. They were very hard to find and when they arrived they hadn't a clue how to deal with him. Many of them didn't speak English and part of what they were supposed to be doing was engaging him in conversation".

Other carers mentioned the need for more work placement places and the need for more counselling for families affected by ABI.
One carer with a disability himself reported the dilemma facing him and his partner with ABI who wish to have children but feel that currently this is impossible due to the absence of appropriate supports to assist the mother with a disability care for a child.

Carers’ own Healthcare Requirements

On the impact on their health a number of carers remarked on the levels of stress that they were enduring.  

“On a scale of 1-10 I’m at 20 stress-wise”

"I’m 74. I'm keeping him and...I'm getting chest pain"

The tendency for many carers to minimise the importance of their own health issues due to the overwhelming pressure of the demands placed upon them was echoed in these comments:

"I don't get any sleep at night - I put that in the background and try and carry on"

"Nobody looks after me; I have to look after myself"

On the lack of supports available, one carer commented:

"I'm 85, when he goes I'm on my own, and when I go I worry about him. We worry about each other"

Information Services

The Absence of Information or Informed Guidance
A major theme expressed by carers was the absence of information and guidance at the initial stages of care and on discharge from hospital:
“At the start I just craved information"

"There are no liaison people to say this is what you should do or this is what you're entitled to. Information-wise nothing is available"

"I never got any information from anyone"

A number of carers remarked on the need for a single point of contact who could act as an informed guide through the process of discharge and sourcing community services.

Several carers reported a sense of being abandoned on discharge from hospital:

"I was effectively told to paddle my own canoe"  

This carer reported the difficulty of being sent home with "tons of tablets" and she was somehow "just meant to manage" without help or information.
Other Issues 

Income Supports and Finance

Worries about future capacity to support the family figured centrally in some carers’ submissions:

"The financial strain is very high as I am the only breadwinner"

"His invalidity pension isn't going to be sufficient to pay for nursing home fees which is what I'm being told is necessary"

One seventy four year old carer on a state pension finds himself supplementing the income of his son with Acquired Brain Injury in receipt of Disability Allowance:

"When I die, my money dies with me - How is he going to survive on 197 euro?"

The level of disability allowance was regarded as unrealistic and insufficient by some carers:

“He's on disability allowance. He spends that in one day and I have to keep him going the rest of the week on my wages. Living on disability allowance is not realistic.”

The cost of caring on the carer’s own mental health was illustrated by this comment from a carer who struggles to maintain attendance at her counselling sessions:

"I have counselling once every six weeks, it's the only way I can keep my sanity. At 100 Euros a go I can't afford it more regularly."

Overall, as one carer put it:

"More sensitivity is needed in the area of finance"

Transport

Some carers remarked on the difficulties posed by the lack of available transport services, particularly where the carer themselves had limited access to public transport facilities.

"Since my husband died, I can't get out, there's no transport. My son's on invalidity pension, it doesn't go far enough to pay for taxis".

"The IWA provide 4 hours help a week for him but can't provide transport, it's only in the home"

Social and Emotional Impacts of Caring
Social Inclusion

All submissions remarked on the impact that the caring role had made to their lives:
"I don't have a social life. I work outside the home 2 days a week and that's all I do."

"I haven't had 24 hours off since it happened"

"It's five years since my husband and I had a holiday - I've become a 24-7 person"

On trying to deal with the impact of the injury from an emotional perspective:

"I've lost my daughter, it's a bereavement"

“It’s like a "big explosion in the family. Everyone is affected"

"it is an awful, awful, awful burden that comes upon the family"

On the lack of possibility to participate and the increase in social isolation:

"I'm a prisoner in my own home. This sounds like a terrible thing to say, but it's the reality"

Assumptions made of carers

Some carers talked about the assumptions made by people that add to the burden of caring and the feelings of isolation caused by the caring role. Assumptions are made by the medical profession:

“I was told by the rehab consultant in the middle of the hospital corridor: 

‘You will give up your job. This is your job now, looking after your husband.’

Looking back I thought I might have imagined this happening if I didn't have my son there to confirm that this is exactly what he said"

And also by extended family:
"When the family come he can get in cross moods. Then they go so quick, and I'm left with the problem"

Attitudes of professionals

Some carers reported the extra strain caused by a lack of awareness or sensitivity from the healthcare and welfare system (see also the preceding comment). One carer’s comment on the medical profession and her attempts to participate in discussions concerning her son’s care was:

"It’s like you're almost dismissed for thinking logically"

and on trying to source appropriate services in general:

"I was too tired to move. I just had to fight with them all"

The difficulty of accessing benefits was raised by one carer with dyslexia:

“I have dyslexia, how do they expect people with dyslexia to fill in forms?”

Suggestions for the Strategy arising from the Consultation

There were some suggestions from carers as to what initiatives could help to improve their situation:
Some suggestions centred around improvements in the administrative and beaurocratic processes that many carers found burdensome:

· "It would be good if things like getting disabled parking sticker and medical card came automatically"

· “[what would help…] …reminders for renewals of benefits, particularly invalidity pension.”

Another suggestion was for reviewing the system of renewals for medical card services when a condition is diagnosed as long term.

· “If the condition is long term why can’t the medical card be for life?” 

· Improvements in the accessibility of forms for benefits applications were suggested.
· Recognition for the caring role was suggested by some carers. Two suggestions were to allow insurance credits to be retrospectively applied in recognition of caring role in order to qualify for state pension and to make tax credits available to carers if they are not able to work themselves.

· One carer suggested changes to legislation to permit more flexible and longer paternity leave in situations where a spouse has a disability.
A number of suggestions focused on the better provision of services to the person with ABI as a means of obtaining some respite from the caring role:
· “Some means of accessing a place that would give him a couple of hours out of the house and me a bit of respite. A bit of time for myself.”

One carer called for
· "continuous research into the better management and care of people with ABI"

· One carer summarised the improvements that would most help:

What’s needed is to 

1) Acknowledge the difficulties 
2) treat each case individually 
3) have certain benefits kick in automatically and 
4) have available trained people to give informed advice

Conclusions
The twenty submissions we received in response to the consultation exercise illustrate the extent and the depth of the impact of caring for someone with an acquired brain injury. That the majority of carers who did respond expressed a level of exhaustion and stress and only felt able to make verbal submissions leads us to wonder how many people just did not have the energy to make their views known.

Caring for someone with an acquired brain injury is a stressful, exhausting business. Caring for another family member with a disability is a difficult role at the best of times and mostly goes unrecognised and unrewarded. Of this invisible section of the population, carers of people with ABI are faced with particular challenges to become visible and recognised. 
We hope that this submission will help to achieve that aim.

Appendix: Example Verbatim Submissions
Submission 1)
“As the mother of a son with ABI I would like to take this opportunity to air my grievances re Nursing Homes. 

I had never heard of ABI until my son was in hospital. I couldn’t get any information there about ABI either. It was when I got in touch with Headway that I got a good knowledge of ABI. 

My son is now in a Nursing Home. Nursing Homes should have a knowledge of ABI, should know how to attend to patients with ABI but I have found this is not the case. My big issues, there’s no information services, no training, a lack of case management, not getting enough integration into the community. 

A big lack of communication not only between the staff in nursing homes also with family.”

Submission 2)
Speaking as a carer. The first thing that hits a family of an Acquired Brain Injury patient is shock, devastating. Trying to get to come to terms with all this takes time. Getting the patient through intensive care and through rehab takes years. By then you are worrying what next step to take, that’s when you hit a brick wall. There is no direct road to go down. Everything is a learning process. Trying to look for income support. Taking a patient from hospital when you think everything is set up, the stress to find you have no help, no physio, no nurse, no OT, no speech therapy. When a patient is wheelchair bound, no public transport where you live with lower floored buses. 
You have a process of trying to alter your home with no real knowledge of  what is really needed as some patients stay so much that they need nearly hospital help. 

Accessing services can be very tiring as you make a call you are passed on to a number and then another number. Your day is nearly over and you have not gotten any one item sorted out. 

Accessing entitlements for patient and carers is impossible. It takes months to sort out everything.

A lot of carers can care for their parents but there are a lot of carers that care for their children, whom have ABI and the patients children, which put extra strain trying to keep their grandchildren doing everything a child should do to live a child’s life.

In my opinion, working with an ABI patient can be very rewarding Also you can become so tired filled with anxiety of what the world will hold – for ABI patient and family.

If we had a government that would put all of their needs into place maybe more carers might have faith in both HSE and government.
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