Think Globally, Act Locally – Putting Words into Action

By Lynn Jackson
Thank you for inviting me to share my experience with you today – although I have to tell you in all honesty –  I have been complaining to my friends that 

giving speeches makes me mental!

They laugh at my whining and say, “But Lynn – that’s a part of what’s been keeping you alive and fresh!”  And they are right. Early and sustained engagement is the best medicine I know.

But when you are a person with dementia – like me – it is easy to forget some pretty important things. 
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Things like:

I had two busy careers, one as a Registered Nurse in the Emergency Room and the other as a Sales and Marketing Manager in Latin America for a medical supply company.


I am now 50 years old.

Six years ago I was diagnosed with Frontotemporal Dementia. 
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I am now part of what I call “The Aricept Generation” – people like me who are exceeding expectations and confounding prognoses.

And finally,  the most important thing to remember is that I now have first-hand experience in the benefits of early and sustained engagement. I was a founding member of a group called Dementia Advocacy and Support Network International.  DASNI for short. 

DASNI is a wonderful example of how change can be instigated right from the grass roots level.  We are a worldwide organization by and for those diagnosed with dementia, working together to improve our quality of life.
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Helen Keller is my hero. This quote is so appropriate to what our group has done and continues to do – and is a constant inspiration to me:

 “Alone we can do so little; together we can do so much”
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I have always been very inspired by Helen Keller and here is another quote I love:

 “Life is a daring adventure, or nothing.” 

She truly is my role model for early and sustained engagement, and this is what I want to talk to you about today. 

Shortly after my diagnosis I turned to the Internet for more information. I found my way to a chat-room called “Coping with Personal Memory Loss”.

There I joined a group of nine who had been diagnosed with dementia.

What a remarkable group that was – the spark around which DASNI grew.
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There was Christine Bryden,  from Australia, who some of you may know. She has literally crusaded around the world to help people with dementia.

It was her ideas and contributions that first helped to propel DASNI onto the world scene. 

She has written two books since her diagnosis and is the first person with dementia to the elected to the executive committee of Alzheimer’s Disease International. (More about this later).
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Morris Friedell, the “brains” behind our organization came up with the name Dementia Advocacy and Support Network.  He co-wrote our Principles, Beliefs and Values which has now evolved into the DASNI Effect which I will get to in a moment.
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Another of our members is Mary Lockhart. Despite a crippling tumor on her foot and progressing Alzheimer’s – nothing seems to stop her from advocating for others. At her computer daily, she reaches out to those in need - helping them find their way to our chat room and email community.  

I could go on and on telling you about other DASNI members and their endeavors.  

Five have written books .    Two have found partners, gotten engaged and married since being diagnosed
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Ben helped start the Brain Health Café in Dallas, Texas.
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Norma travels all over British Columbia and Canada giving presentations.
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Marilyn speaks locally, nationally and internationally.
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Chip  and Morris have gone to Washington DC to speak to congress. 
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Peter and 
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James travel all over Europe giving presentations and 
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Elaine from Canada climbed Mt. Kilimanjaro to raise more awareness for Alzheimer’s and related dementias.

Altogether a tremendous record of accomplishment.  But when we first met online, the reality was quite different.

We didn’t know how much time we had left.  Most of us had just started on the new (at the time) Alzheimer medications and we did not know how fast we were going to deteriorate. Passivity was out of the question.

So we started to campaign.  Many of us didn’t have much success with our local Alzheimer Societies, and we decided to go right to the top! We wanted to be heard and we wanted to get the job done! It is for that reason we took our concerns to Alzheimer’s Disease International first. 

Through all this activity we began to sense that something very interesting was happening to us.

By staying in touch with each other,  we found it easier to come to terms with our illnesses. A group culture was emerging, founded on an eagerness to learn and a desire  to connect with others like us. It may sound like a cliché, but we discovered that “knowledge is power”.

It was as if we were on the threshold of an even bigger discovery, that all this engagement was healing. Not that it was a cure for dementia – but that on some tangible level, we felt more alive and fresh.
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We began calling this “The DASNI Effect.” 

The DASNI Effect comes straight out of our principles and I believe that it is important for healthcare professionals to understand how therapeutic and sustaining they are, and the implications for the future:

We are autonomous and competent people

We believe that shared knowledge is empowerment

We believe that our strengths provide a supportive network

We are a voice and a helping hand

Taken all together, these create an environment where we feel engaged and more resistant to social withdrawal.

We firmly believe that if we know what will be happening to us we will be better prepared and more able to delay progression of symptoms of our illnesses, and remain engaged in our treatment.
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In 2001 we held what we somewhat humorously called “The Montana Summit.” 

We were not so much concerned with quorums or policies as we were with solidarity  and a concern to make our  ideas a reality.  We wanted to get DASN off the ground. Moving forward was of utmost importance.
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Our membership was growing. The original by-laws were reviewed, amended and adopted.

Our biggest accomplishment at that meeting though was to finalize a proposal to Alzheimer’s Disease International  that we had been working on as a collective group over the internet.

The proposal to ADI contained a number of recommendations for how ADI and Alzheimer’s Associations globally could give greater recognition to the needs of people with dementia and their care-partners. 

The Montana meeting set the scene for changes in ADI by developing a strategic framework that clearly set out areas of concern for people with dementia.

We were right in going straight to the top.  We got the proposal to ADI and they listened and responded.
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By October of the same year 12 DASNI members made it to the ADI conference in Christchurch, New Zealand. It was an extraordinary event because now, for the first time,  people with dementia were attending a major Alzheimer’s conference as full participants. 

It was so inspiring.  There was a standing ovation for an address we gave at the plenary session. There was a steady stream of media interviews. 
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The DASNI booth was a draw card in the exhibitors' hall. The brochures that had been produced by DASNI members were in high demand and quickly became "collectors' items" for the delegates. 

Our booth was the “hit of the party”.   People from all over the world attending the conference could not believe that there were Persons with Dementia walking and talking at the conference, let alone manning a booth that they had made themselves.

It was deeply inspirational to all, demonstrating so clearly that  not only does life continue after diagnosis but that people with dementia have so much to offer.

[pause]
We had struck a nerve. A major shift in attitudes was underway. No longer would Alzheimer’s organizations consider us to be just passive recipients of their good work, but as partners in a common struggle.

Even the language started to change. “Care-givers” gave way to “Care partners.”

And perhaps the most monumental evidence of this shift: we were invited by ADI  to be a part of an executive working group to  help chart significant changes on an international level.  The goal was to transform organizations around the world to be more inclusive of people with dementia.  

[The outcomes from the working group can be reviewed on the ADI website.]

I don’t think I can overestimate how important this work was. Through consultations with the entire DASNI network,  the working group was able to tap into our global community. This was an incredible esteem booster for ALL the DASNI members who could feel that they were participating directly with the historic changes that were happening.
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By the time the next ADI conference convened in Barcelona in 2002, these new partnerships were now a fact of life. It was no longer unthinkable to contemplate the idea of having people with dementia  becoming executive board members.

And at the 2003 ADI meeting in Santo Domingo the final recommendation from the group was made. It was decided that up to two people with dementia could be elected  to the executive (now known as the board) of ADI.  They would be full and equal members,  and would be accommodated with extra resources as required.
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Chrisine Bryden, a person with dementia from Australia was elected to the ADI board.

What had been a glint in the eyes of the small group in Montana had now come to fruition.  Our major goal had been realized.  People around the world would have a voice in the person elected to the ADI executive.
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Last year at the Kyoto 2004 ADI conference, 21 people with dementia attended the three day conference. Two of us from Canada spoke along with one from Scotland and another from Australia.  Our sessions were standing room only.  
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But the highlight of the conference was when two Japanese men gave a plenary session in front of the 4000 delegates and told everyone that they had Alzheimer’s Disease.  
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In Japan the stigma of dementia is so great that this was truly a courageous thing to do. They electrified the delegates and the result was a tremendous amount of media coverage.

[pause]

The tide was changing. Dementia was being de-stigmatized right before our eyes.
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So you can see how the intentions of only 9 people can make a big difference.

DASNI is fast becoming known around the world.  Our website gets many “hits” from around the globe on a daily basis.  

People want to know about us.  Some are studying us. They want to know why we are doing so well.    
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The DASNI effect is being recognized. 

We are autonomous and competent people

We believe that shared knowledge is empowerment

We believe that our strengths provide a supportive network

We are a voice and a helping hand
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People benefit from inclusion. Passivity is the enemy. 
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Every day people are discovering the DASNI effect for themselves, and policy makers and healthcare planners are taking into account the beneficial impact of early and sustained engagement.
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And we are moving on. 

None of us knows what the future holds. I certainly don’t.  

But thanks to my medications, a support group of loving friends, family, and healthcare professionals,  and of course, my DASNI community, my life continues to be a daring adventure.
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Thank you.
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