Quotes from Heather Roberts presentation – Selby 21/9/2010 


Heather Roberts is 56 years old and has Alzheimer’s disease.  She was diagnosed just before her 51st birthday.  Heather was a computer payroll consultant prior to becoming a college lecturer in business and IT.  She now struggles with numbers, finds it difficult to take in what people say to her and grasping the meaning and consequences of new information is a much more difficult than it used to be.  She finds noisy, busy places disorientating and upsetting and can become overwhelmed.  

Heather is married to Dave who is her carer and who supports her in her role as an Ambassador for the Alzheimer’s Society.

On this topic Heather says, 

“I can still talk and as an Ambassador of the Alzheimer’s Society my role is to do just that. I do everything that I can to speak on behalf of those with dementia who cannot speak for themselves.  I take every opportunity to tell my story.”

On her diagnosis Heather has this to say,

“My diagnosis was a great relief to me.  At last I was being listened to and I could look forward to getting some help.  Unfortunately my help has been limited to the drugs and 6-monthly check ins with my consultant.  I have had no help from Social Services or the mental health team.”

“I was diagnosed early, my progression is slow and I get great benefits from being on Aricept.”
Heather is determined to fight off her symptoms and to live well with dementia.  She says, 

“Whilst I can still give the impression of someone who is normal I will continue to work hard to appear normal.  This is important to me in the fight against the symptoms of this disease and to stamp out the associated stigma.”  

“The diagnosis was a wake up call to both of us.  We had been brought up to save for a rainy day so we had money in the bank.  Now our rainy day had arrived.  Such a realisation was liberating for us and enjoying ourselves is now part of our strategy for dealing with this disease.  One thing we intend to do is to see as much of the world as we can.”

“In my mind there is no doubt that this disease has brought our family closer together. We actively seek out situations that make us laugh together.”

As for how she would like to be treated when her disease progresses to needing more professional care she has this to say’
“If nothing else please remember this: deep down I will still be me.  I will retain likes and dislikes, wants and needs and habits will persist and that I will want to continue even if I’m not sure why any more.  I will not be some disease-ridden clone.  I will be an individual and I would like to be treated as such and shown the respect that I deserve.”

“How can you do this?  If you work in a care home or care for someone in their own home then simply talk to me!  Talk to my family.  Find out about me.  Encourage my family to provide you with material to enable you to engage me in conversation.  Work with me to build my life story.”

Heather is a great believer in life story work and did some with her father when he was in a care home.  She says,

“Life story work engages the family and can have the effect of bringing back the person that they love and have cared for.  This is very important.  Whilst most families are relieved to see their loved ones cared for by professionals most feel some guilt at having passed them on.  Some feel a sense of failure at having let their loved one down.”

She concludes,

“Dementia is a progressive illness for which there is no cure.  The destination is certain but the journey there can be enlightened and fulfilling or it can be hard.  It’s up to the person with dementia to take control and to make the most of their opportunities. They can choose to live well with dementia or not.   But it is up to the care system and those who work within in it to provide the best possible care to those who cannot manage on their own.

I am me.  Treat me as a person, as an individual and we will both be the better for it.”

