
 

 

Dementia Support or just ‘fair weather’ friends? 

I wanted to share a real life event with you.  Unfortunately, it is not an unusual event 

but this particular story serves to highlight the gaps that appear when some of us 

‘clock – off ‘at the weekend. 

 

That Friday night call 

There is a standing joke / saying in our office that is applied every time the phone 

rings after 4pm on a Friday afternoon.  We jokingly all run away from the phone and 

last man standing has to take it.  Not meant with any malice, it is actually to hide our 

frustration because we regularly feel helpless as a result of these calls. 

On Friday 22nd July 2016 at 4.20pm I was last man standing and I took a call from a 

gentleman who is a carer for his wife (I will call them Fred and Mary).  Fred sounded 

exhausted and started the conversation with an apology for bothering us.  He was 

known to our services so I loaded up the notes in front of me while I talked to him.  

He told me that he had popped out and when he got back Mary had gone out.  Mary 

does wander up the road but this time she was nowhere to be found.  Fortunately, 

the police had located her and were bringing her back home.  So you might think 

(and I did) that the panic was over but Fred went on to say in a broken voice, “I don’t 

want them to bring her back.  I think I have reached the end of my tether, how can I 

find somewhere for her to go?  I could go out in the car and look at homes but it 

takes time and she is always with me……..”.  All blurted out in one breath. 

I reassured Fred that he was not on his own, we would try to help and asked for a 

minute to look at his notes. 

 

One of those people who won’t engage with services! 

The notes revealed that meetings with us had been covert because Mary didn’t like 

people visiting or talking about her condition.  Fred had asked for help before, only to 

then change his mind.  It seems that ‘people’ had now backed away.  Fred had a son 

nearby but he had his own mobility problems and had also had a ‘falling out’ with 

providers because his dad kept cancelling what had been arranged. 

However, the notes said that Mary was still living well and that although in the 

moderate stages of dementia was still engaged in activities such as walking and 

helping with the cooking.  The notes also said that she had times when she was 

aggressive for no apparent reason. 

I went back on the phone to Fred and asked if Mary’s behaviour had changed 

recently?  Fred said she had been more agitated in the last 2 days.   I asked about 

eating and drinking and he said she had hardly touched food and just her morning 



cup of tea.  Alarm bells rang – this could be heightened behaviour because of 

dehydration / water infection, the weather was really hot etc etc.   

I told Fred I would ring his GP and get back to him.  I rang the GP and spoke to the 

receptionist.  The on call doctor was out on home visits but she really understood 

and said she would get him to ring Fred.  I rang Fred back and suggested that if he 

really was at the end of his tether perhaps he needed a break and he should talk to 

the GP about this.  Maybe Mary needed admitting for an assessment or perhaps 

some emergency respite was needed and in contrary to times before when this had 

been suggested Fred said yes that was what he needed. 

I went to bed that night assuming that Fred had received a visit from the GP and my 

work was done, but just in case I did give Fred my mobile phone number. 

At 9am on Saturday morning Fred rang me and left a message saying “I can’t go on 

like this I don’t know what we should do?”  I rang him and he told me he had talked 

to the GP on the phone and was going to see him on Monday.  I asked how Mary 

was and he said worse. Mary could be heard screaming at Fred, something about 

not going to work and that he shouldn’t be there etc.  I said I would get back to Fred. 

 

Whose line is it anyway? 

This time of course I can’t ring the GP so I rang both 111 and the Duty line for Adult 

and community care.  111 said a doctor would ring me back in the next 2 hours, 

unless it became urgent and I should ring them.  I did say the problem with a mental 

health issue is how to measure the urgency?  It had felt fairly urgent on Friday.  

However, I waited.  Meanwhile, I rang Adult and Community Services and asked if 

they were able to help.  I sensed a reluctance, I imagine because they could see 

from the notes that Fred had done this before but I persisted and they very kindly 

said they might be able to send someone from the START team as a starter to 

maybe have a chat and take it from there.  I left it with them, but it didn’t happen. 

The 111 call never came so I rang them back after 2 hours.  A lovely lady said she 

would ring Fred and she rang me back to say he had said he was managing – I 

could have screamed!!  However I explained further and suggested that at the least 

we really must do a dip test on Mary’s urine and she said she would persist.  I also 

aked if she would liaise with adult and community services and she said yes that 

would be a good idea.  No luck though -   By the time she would be able to get a 

doctor out it was going to be 9 o’clock and Fred refused because Mary was settled – 

another day gone!  But the GP would ring and arrange to go in the morning 

(Sunday).  That didn’t happen and Fred rang me again on Sunday at about 11 am, I 

tried Adult and community services again but this time they were honest and said 

they couldn’t help.  I asked if 111 had liaised with them but there was no record of 

that.  Fred rang me again at 4pm but this time we just chatted about a plan for 

Monday, he had survived nearly all weekend anyway!  I was cross with myself 

because now I was giving up! 

 



Crying wolf or just doing his best for his wife? 

I was about to call Adult and community services on Monday morning at 9am when 

they rang me.  A very pleasant case manager who knew Fred and had been on dual 

visits with our own worker in the past.  She started by saying “I hear he’s ringing you 

now?  I had this for a while and so did my colleague but he never takes our help”.  I 

explained that actually, had the help been available at the weekend he definitely 

would have taken it but we had probably just missed the opportunity again.  

However, he needed support of some kind before the next crisis etc.   She was going 

to go and see him today! 

Meanwhile I got our Admiral Nurse involved and she has talked with Fred to begin 

the process of trying respite and looking slowly at long term care as well as offering 

support for all the family re managing behaviours.  Fred will now receive regular calls 

from us so that this relationship strengthens ready for what lies ahead. 

 

Begin with the end in mind  

Everyone with a diagnosis of dementia has a progressive illness.  Everyone with a 

diagnosis of dementia will only deteriorate.  Everyone needs to plan, they need a 

support network, they need access to the help they need and most importantly there 

needs to be trust. 

Lots of people, especially couples who have been married for over 50 years, is likely 

to try and cope and that is great but everyone has a limit and that should be 

respected.  111 is really not ideal for this type of call, we could do so much better 

than that and actually most weekend or night time calls would probably be a need for 

morale support or guidance to hold things until an appointment can be made.   

Hot weather, poor drinking and eating plus dementia = crisis!  A dip test of urine that 

proves an infection and results in getting treatment quickly is time and money well 

spent – I almost think every household should have one!  Our Admiral nurse carries 

them in her car and uses them with regularity. 

There is so much we could do, this note comes as a positive suggestion not a 

complaint but a plea that we get our heads together and make some simple low cost 

changes as soon as possible – Please. 

 

Jill Quinn 
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