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DEMENTIA – NOT ONLY A CONDITION FOR THE ELDERLY 
 
This paper outlines the “Younger Onset Program” which has evolved as part of the LWML 
program at Alzheimer’s Australia Vic - specific Younger Onset LWML groups, retreats, ongoing 
support, independent socialising, sessions for adult children, partners group, and Younger Onset 
forum, and incorporates reflections from participants on the difference the program has made to 
their lives. 
 
We have been running the “Living with Memory Loss” program in Victoria for over 4 1/2 years. 
This group program provides people with dementia and their family members, with support, 
information and education addressing social and emotional needs.   
 
Scattered through our early LWML groups were people who had been diagnosed as “Younger 
Onset”, ie those who were under the age of 65.  We realised very early on that the LWML groups 
were going to uncover a wide diversity of issues for younger people being diagnosed with 
dementia.  We felt we had to become very ‘flexible in our thinking’ to respond to these issues as 
they unfolded.   
 
Many of the people with dementia and/or their partners, were still working, or had had to give up 
work.  Many had children who were teenagers or in their twenties, at school or University, who 
were living at home.  A few even had very young children still in primary school.  So they were at 
quite a different life stage, to those who are diagnosed at a much later age.  We found there was 
also a distinct lack of support services for this age group. 
 
I’ll take you through chronologically how the program developed. 
 
RETREATS 
Near the end of 2002 we decided to hold a 3-day residential retreat for the Y/O people who had 
participated in our early LWML groups.  It was thought that some ‘time away’ together for people 
with Younger Onset dementia might provide an opportunity for families, to share their 
experiences with others, who understood the complexities of life with dementia. Team members 
and clients alike received the idea with great enthusiasm.  At this first retreat we had 11 couples 
and one single person. 
 
There were 3 main aims to the retreat.   
The first was to bring younger people with dementia and their partners together to be able to share 
their experiences of life and dementia.   
The second was to provide a context where meaningful discussions could take place about the 
emotional complexity of living with dementia.   
The third was to facilitate the development of social relationships and as a minimum provide a 
positive social/recreational experience over the 3 days of the retreat.   
 
We chose a venue that was comfortable, spacious and with conference-style and recreational 
facilities.  We deliberately had a flexible format with 4 scheduled discussion sessions and 2 
planned recreational visits to a local berry farm - one for partners and one for the people with 
memory loss.  We thought it was important to have a balance between free time and discussion to 
facilitate both aims of sharing experiences and developing new social relationships.  
 
Through past experience it’s been found that the ‘discussion sessions’ are often a time where 
participants seize the opportunity to discuss issues around their ‘health related disability’, as 
rarely to do people encounter a context where these discussions can occur.  The free time plays a 
crucial role in giving participants an opportunity, in a relaxed atmosphere, to digest the content of 
the discussion.   
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It’s important to highlight the point that the aim of the retreat is primarily to provide a therapeutic 
type experience, and that the recreational component is to complement this.  This is what makes 
the format such an integral part of the retreat experience.   
 
It’s our desire that participants emerge from the retreat with more hope and ideas about how to 
face the future living with an incurable, progressive dementia condition.  It’s usually impossible 
to calculate the benefit people derive in coming into contact with others with similar experiences, 
but from past observations, this seems to be profound.  It’s a pivotal part of the experience that 
it’s done with the person with dementia.  This allows the group experience to occur for both the 
person with dementia and their partner but without the ‘gut-wrenching’ sense of guilt, which for 
many partners accompanies a respite event.   
 
The couple has the experience of being away together and the opportunity to talk with each other 
about what is happening to their life, without these pervasive feelings of distress that often occur 
for both in separated respite. The retreat experience presents an opportunity for both the person 
with dementia and their partner to explore the dementia encounter together, and separately. 
The real strength of the retreat is that it provides a context for ‘people to support each other’ in 
confronting the issues of life with dementia.  
 
This first group bonded so well.  The name ‘Big Al’ was derived, and this group continues to 
meet more than two years later. 
 
At this stage I must say that of course this type of retreat needs financial support.  And we were 
very pleased that the Commonwealth Carer Respite Centres shared our vision and made it 
possible through their generous funding.  
 
This first retreat was an amazing few days and we have repeated these retreats since, but I’ll talk 
about those later. 
 
LIVING WITH MEMORY LOSS GROUPS 
As we started to receive more and more referrals of younger people we then decided to hold a 
specific LWML group for those people diagnosed with Younger Onset dementia.  The first group 
we ran in May 2003 was a huge success, with everyone being able to relate to the various issues.    
The group consisted of 12 people diagnosed with Y/O dementia plus their partners and several 
adult children.  For the first time these people found there were others who could understand what 
was happening to them - they didn’t feel odd.  There were other people who were having similar 
issues and experiences like they were. 
 
One of the first issues that came to light was the lengthy diagnostic process that these younger 
people had gone through. For many it had taken them several years and many visits to hospitals 
and specialists, as well as numerous brain scans, assessments and tests, before they finally got a 
diagnosis.  The diagnostic process was often ‘patchy’, ranging from vague/probable diagnosis 
through to actually diagnosing rare conditions such as ‘corticobasal ganglionic degeneration’, or 
‘posterior focal cortical atrophy’. For many the diagnostic process was quite a stressful and often 
frustrating experience, as they searched for someone who could tell them what was wrong with 
them, who could tell them they weren’t crazy, that they weren’t imagining all these strange things.   
For one man the process took nine years of searching. 
 
So in the LWML groups these younger people living with dementia finally found others with 
whom they could share their experiences, creating a unique and very special bond. The 
employment issues were high on the list.  A few of the people with dementia were still working.   
Others had found all of a sudden they ‘couldn’t cope’ with certain aspects of their work.  If 
changes were made in the workplace, many found they couldn’t learn new things or adapt to new 
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technology.  Some had left work without realising what was happening to them.  Some had left 
without realising they were entitled to superannuation or disability insurance.  If a partner was 
still working, it often meant they had to perhaps cut down their own work, or be constantly 
worried about the person at home all day by themselves.  And of course not forgetting, for those 
who were self-employed, it could mean the end of their business. 
 
 
At the end of 2003 we held another three-day retreat.  This time it was for the participants of our 
first specific Y/O LWML group and a few others who had been in other groups.  Again there were 
11 couples.  We had the same aims as the first retreat and kept to the same format as we felt our 
aims the first time round had well and truly been met.   
 
One participant wrote afterwards.  “It was like a wonderful oasis in the midst of personal chaos.   
I still recall the colours of the garden outside my bedroom window, the support and the 
friendship, the fun and of course the meals.  Did I mention the massage!!  The retreat helped me 
get life back into perspective.”   
I think that sums up how most people felt afterwards. 
 
A few weeks later, and twelve months after their initial retreat, we decided to hold a follow up 
retreat for the people in ‘Big Al’.  The format was much the same – time for discussion and time 
for socialising.  This time though we as facilitators stayed only one night and two days, while the 
participants stayed another day and night by themselves.  Once again everyone felt they benefited 
so much from the experience. 
 
PARTNERS PROGRAM 
By early 2004 we had had quite a large number of people with Y/O dementia and their partners 
through our program.   The partners asked if they could have an opportunity to come together and 
talk about what it was like for them, and so the Partners Group was formed.  There was of course 
a myriad of issues to discuss. They talked about their diminishing social life – of the person with 
dementia not wanting to go out or refusing to go to social functions and if they did, it was often 
extremely difficult, or often partners had to go out alone.  
One woman said, “I feel like a ‘married widow’.”  The partial loss of her social network had 
become so great she told us, that when the invitation arrived to attend the Partners meeting, she 
felt so excited that she wanted to ‘dress up’.  She said, “I had a Cinderella moment.”    
For most of the partners, Alzheimer’s meetings and other partners are now an important part of 
their social network. 
 
LWML RURAL RETREATS 
In 2004 we held another specific Younger Onset LWML group.  Once again this was a great 
success.  But we realised we were only catering to those with Younger Onset dementia who lived 
in the greater Melbourne area.  We had seen the benefits of the specific Y/O LWML groups that 
we had run in Melbourne.  But we knew there were a number of Y/O people in our rural areas 
who didn’t have the opportunity to participate in a group.   We had thought it would be wonderful 
to bring these people together somehow.   
 
The miracle happened when we received some funding from the Hazel Hawke Alzheimer’s 
Research and Care Fund.   
 
We decided to bring the Y/O rural people together to do a LWML group in a retreat setting over 3 
days.  6 couples came together from all over Victoria.  The six sessions were spread out over one 
full day and two half days.  Again we broke up the sessions with some recreation and socialising 
and some pampering in the form of some relaxing massages.  From the isolation of their rural 
settings, it was wonderful to see these couples relax and share their experiences. 
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We have now run three specific Younger Onset LWML groups plus the rural Y/O group I have 
just talked about, and we have another Y/O rural LWML group starting next month. 
 
At the end of last year (2004) we held another 3-day retreat, again the majority coming from a 
specific Y/O LWML group with a few participants from other groups.  Again 12 couples.  Same 
aims – same format.  When you’re on a good thing, stick to it.  This group again bonded so 
remarkably well.  They decided to call themselves ‘Club 21’.  As you can see by this photo they 
had a couple of good bonding sessions (with the ringleaders occupying Room 21).  This 
highlights the importance of the need for ‘structured’ and ‘unstructured’ time.  Both aspects of the 
retreat experience are equally beneficial but in different domains. 
 
Once again these retreats were funded generously by the Commonwealth Carer Respite Centres. 
One of the participants of this group wrote afterwards: 
“My husband M and I attended the Marysville Retreat with some trepidation.  We were both 
wondering what good would come from this.   We went because I felt that M needed to know that 
there were others diagnosed with dementia at a young age.  And I also felt it would help him to 
see how others cope with this.   
At our first group discussion soon after we arrived I felt quite comfortable talking to a group of 
total strangers.  (Something, I have never been good at.) 
But just the thought that they were ‘people like us’ made me feel completely at ease. 
And that ease stayed with me the whole time we were there. 
 
Day 2, and after a hearty breakfast the carers were gathered together to embark on a lovely walk 
to Bruno’s sculpture garden, a great place to wander around and forget all your woes for a short 
while.  After coffee and a chat, we headed back to the Cumberland to meet up with our partners 
who had stayed for a group discussion. 
After lunch, activities were swapped, with the carers turn for a discussion. 
Listening and realizing that everybody in that room is experiencing the same as myself was quite 
an emotional time for me, as I came to realize that I am not alone in all this. 
Feeling that I was amongst friends, amongst people that understood me, I was able to ‘let go’ for 
the first time since my husband’s diagnosis. 
At dinner that night, we really felt amongst friends, and indeed felt like we had known them all for 
longer than just the 2 days. 
That night after the socializing, I was quite overwhelmed by the caring and compassion shown to 
us.  M. even opened up and told me what he had been feeling since his diagnosis - a rarity indeed. 
 
Day 3, and we knew our time here amongst friends was coming to an end, a tinge of sadness, and 
an overwhelming feeling of what now?  But during another group discussion, where the 
facilitators addressed the subject, I felt a bit easier. 
That discussion involved the whole group, and was actually very light hearted, and involved a lot 
of laughter.  Laughter between friends is indeed a great thing. 
It was with great sadness that we said goodbye to all our new friends. 
 
So what, you may ask did we get out of all of this? 
 
Well for M., he seems a lot more patient with himself, and he sometimes even laughs at himself.  
That in itself is a great gift. Because through all of this, the most vital ingredient in having 
dementia is being able to keep a sense of humour.  
 
And for me, well I seem a lot more patient with M., which can only mean a happier relationship.  
This retreat was the most positive experience for us both, one that was emotionally healing. 
 



 5
At a follow-up session a few months later, another participant said, “I felt enhanced afterwards.  
It was wonderful to have that trust and freedom that we felt we were able to say whatever - even 
the outrageous.” 
 
ONGOING SUPPORT/INDEPENDENT SOCIALISING 
After the LWML group has finished its six sessions, participants usually continue to meet 
monthly and we encourage people to also meet on their own.   
 
The first Y/O group ‘Big Al’ which came together in Nov 2002 continues to meet on their own 
every two months.   They also have a ‘getaway’ for 2 or 3 nights together once a year.  
  
Earlier this year my colleague Bruce and I were invited to meet with this group to discuss how 
things were going for them two years after that first retreat, and three to four years after their 
respective LWML groups.  While Bruce spoke with the family members, I met with the people 
with dementia.  This group is so bonded, so caring of each other, it was an absolute joy to see, and 
if anyone had any doubts about the value of this program, meeting this group would blow all 
doubts away. 
 
Here are some of their comments from that discussion. 
 

• We all look after each other.  It’s like an extended family.  We’re very protective of each 
other. 

• We have companionship and support 
• It helps with acceptance of our diagnosis 
• It helps with our quality of life – we’re able to talk about our life 
• Humour is very important – we’re able to laugh with each other about our disease 
• You learn to smell the roses – to slow yourself down and enjoy things you’ve never done 

before, or done for years 
• We really look forward to our next meeting.  We make a date ahead so that we have it to 

look forward to. 
• We need to be visible in the community  - let others know there are more of us coming 

along.  We need to talk about the dementia to outsiders 
• Communication has improved because we talk so much in the group. 
• Bonding and talking with your partner has taken on a different dimension – it’s re-

learning the relationship with your partner – without work and children, there is the 
importance again of the two of you 

• The group is the extended family – able to talk with the group in a way you can’t with 
other family or friends 

• We want to be able to pass all this onto other Y/O’s,  
                          and then this last comment… 
• It’s the good side of dementia 

  
 
The Y/O group that went on retreat in Nov of 2004 ‘ Club 21’ are meeting as an Ongoing Support 
group with us every three months this year.  One couple who have a home on a couple of acres in 
an outer suburb of Melbourne opened their home recently to the group for a Sunday lunch.  All 
who attended had a wonderful time and now this couple have extended the invitation that it 
becomes a regular occurrence.   
One participant said of the gathering, … 
 
March 6th arrived with great excitement in our household.  This was the date of our social re-
union for Club 21. 
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My husband was looking forward to seeing all these people he now considers his friends.  And 
our young daughter was looking forward to finally being able to meet “mummy’s and daddy’s 
special friends”.   
 Me, well I was unsure that we would have the same rapport away from the group discussions 
with Alzheimer’s.  But the bond is still there, and if anything it is stronger.  
I am amazed by the friendships that have been forged through this illness. 
We have a lost a great many, what we thought, were close, friends since my husbands dementia 
was diagnosed. But certainly the ones we have made since are the true friends. 
We shared a great time, good food, a few drinks and most importantly a lot of laughs.  We all 
enjoyed a very relaxed time, in a very relaxing setting.  And we are looking forward to when we 
can do it all again. 
 
Members of this group also keep in contact, meeting as individuals and couples.   
 
I think the feedback that I’ve talked about today is pretty special.  It shows the enormity of the 
bonding and the support these people give each other.   
As they keep reiterating, in many cases family and friends just ‘don’t want to know’, so they now 
consider each other ‘family’. 

 
ADULT CHILDREN 
In October of last year we held an information/discussion evening for the teenage and young adult 
children of the Y/O couples.   
We started off the evening with an information session and then went on to talk about what it was 
like for them to have a parent with dementia.  They talked about the changes that had taken place, 
the parent they had virtually ‘lost’, and how in some cases, they were now doing the parenting, 
and of course the grief attached to all of this.   
It was a very emotive evening.   
The children ended by saying they would like the opportunity to get together again, so we have 
managed to secure some funding to have an overnight retreat for these teenage and young adult 
children and we hope to hold that in the next couple of months. 

 
YOUNGER ONSET FORUM 
At the request of some of the participants at our last retreat we held a Y/O Forum just a couple of 
weeks ago, inviting a Neuropsychiatrist and a neuropsychologist from the Neuropsychiatric 
Centre of the Royal Melbourne Hospital as guest speakers.  The request was for some more ‘in 
depth’ information on the different dementias associated with Younger Onset.   
This was a tremendous success, with the participants instantly asking when we can hold another 
one. 

 
Many of these Younger Onset couples are people who are on the verge of retirement, making 
plans for the future – a future which is now changing rapidly.  Roles are changing.   
For some couples it may be a second marriage of relatively short duration.  They may have had 
little ‘good time’ together – there is no ‘history’ for the couple to look back on.  This makes life 
very difficult when the ‘recent’ memory disappears. 
For those with children at home, particularly young children, juggling the competing needs of the 
children and the person with dementia can be a difficult task. 

 
So from the beginnings four or so years ago when we first met some Younger Onset couples in 
our early LWML groups, we have managed to create what is probably quite a unique, and 
extensive program for people diagnosed with Younger Onset dementia and their families.  
 
From the time people are diagnosed with Younger Onset dementia they and their families are able 
to come into the Y/O LWML groups which gives them an arena to gain information, to meet 
others and to share feelings.  
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At the retreats, people are able to explore their associated emotions at a greater depth as well as 
having the social component.  This is then followed up with Ongoing Support for the different 
family members as they journey the dementia pathway. 
 
The program allows expression of feelings and a context to ‘track’ them.  The program continues 
to expand as it so powerfully expresses their needs.  The discussion outcomes feed the expansion. 
 
The counsellors in the Early Dementia Support Services at Alzheimer’s Australia Vic feel very 
privileged to be able to walk alongside these courageous people and to provide some support as 
they continue their difficult journey. 
 
 
Lynn Mather 
Co-ordinator Early Dementia Support Services 
Alzheimer’s Australia Vic 
 
May 2005 
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