This is written to assist paid nurses & personal assistant/carer's, as Sienna is unique & by reading this, it helps their understanding of what is needed in daily life.  However, what is most important is the experience shared in each day, they are priceless, for it is a privilege to be in Sienna's life *,*

A day in Sienna’s & Jewels’s Life
As At July 2013
Daily Living Activities
Our Angel, Sienna is 11 on 23rd July 2013. 

Sienna is able to understand what you are saying and Sienna comprehends most things.  Her physical disability prevents her holding onto you, whilst lifting, so you need to hold on to her and provide her with support.  Sienna can stand with support; she requires assistance to bring herself up to standing and then needs to be supported around the hips, and needs to be assisted to sit down again. She is able to pull herself up from laying down position in bed, but not on the floor due to the hardness of the angle, but finds it extremely difficult to reposition herself.  Sienna needs assistance by you giving her a hand and then she will pull herself up.

At home, I toilet Sienna after every nutrition and on waking, she is mostly successful on the toilet.  Sienna cannot speak.  Sienna uses sounds which I decipher and signs such as 
Nodding head up, down for yes and shaking head side to side for no and clapping for yes.  Sienna has a communication device for learning and communicating. 
Sienna loves music, reading/stories, talking, painting, drawing, going for walks outside, going to the market, going to the botanic gardens, going to the library, making new friends, tasting chocolate on top of chai, going to the movies, seeing a play or live performance and going for drives.  Sienna also has an interest in writing stories, cooking and doing things together.

*********

Sienna has Care Plans for Health Management, Asthma, Epilepsy, Sleeping, Continence, Oral Eating and Drinking Care Plan.  These are kept in a pink folder which accompanies Sienna wherever she goes.  Sienna has feeding regime which is also in the pink folder.  There is also Medication Plan’s for her medication: Ventolin, seretide, Oxygen, Seravit Paediatric, Lactulose, Epilim, Paracetamol liquid, carnitine, keppra, topamax, lactulube eye ointment, cellufresh eye drops, signed by Doctor in her blue folder.  
Routine for Sienna’s Day dated 12th July 2013 
Time
Activity
9pm to 6am
· Sienna to be awake:

· check the tube-grip around her waist, covering her jejunostomy and the iv sponge which is around the actual button.  
· Were it wet, change the iv sponge to a clean dry one (an iv sponge cloth, cut in half placed gently around under the plastic button) were the tube-grip wet, place a another piece of dry clean tube-grip folded in half and place it length wise over the button and the wet tube-grip over this, to keep the wetness away from her skin.  As it is difficult to take the tube-grip around her waist off.  
· Check the line going from her jejunostomy to the pump, there may possibly be tension at the point of connection at the actual jejunostomy site.  Where there is tension, release this tension, but holding down the button and turning the tubing gently around to the right position, because in the night it can turn and cause tension as Sienna moves in the bed.  It is also possible to bring the tubing/line closer to her and make sure it is not caught or trapped under her arm or body, causing this tension.  It is suggested to place the line in a position that cannot be entrapped by her arm or caught in it.  It is a good idea to place a piece of fabric gently over the line, to prevent hands getting caught in it, but where it is visible to access the line.

· Change her nappy/pad were wet, as this can keep her awake were it very wet.

· Check her oxygen specs are in place and that there is no unnecessary tension.

· Check her arms and legs and make sure they are not stuck or caught under her body and need to be moved and repositioned

· Check her body for repositioning, as Sienna can get uncomfortable in the same position for too long and it is difficult for her to sometimes get into a comfortable position herself.

· Check the pillows and make sure they are in the right position for the best comfort.

· Check her eyes, were they unnecessarily dry, due to the air conditioning or were she may have had a seizure, they can be sore, so put a couple of drops of cellufresh in her eyes to moisten her eyes.
· Check her lips, were they unnecessarily dry, due to the air conditioning or were she may have had a seizure, they can be sore, apply some paw paw ointment to her lips and under her nose where the place.

· Check her legs, were they stiff and her breathing rate up, it is possible that Sienna is having a seizure.  Please check Sienna’s seizure’s care plan.  When Sienna’s legs are stiff and cannot be bent at the knees and her ankles are tight and feet cannot be flexed or moved, this is an indication that Sienna is experiencing a seizure and monitor her as per the seizure care plan.  When the seizure lasts longer than 5 minutes, midazalam needs to be given as per the intranasal midazalam medication order.

· Give baby panadol drops as per the medication schedule, to administer it needs to be at the rate of 1ml every 30 seconds ( 1-2ml per minute) and flush with 3ml of water.

6 am

· Turn off overnight pump when finished overnight juice mixture and change the flash to the 60ml of warm boiled water, start it at a rate of 60ml per hour via the pump.
6.05 am

· Take the overnight flask to kitchen, Wash out overnight flask. 

6.15 am

·  Prepare nutrition  for the day

6.30am

· Put aside some boiled water, to cool, for use during the day, approx 200ml
6.45 am

· Prepare medications, as per medication schedule, which begin at 7am (Epilim, topamax, L-carnitine & Keppra)…use the tablet crusher to crush tablets and do one medication at a time….:
· All medication under 5ml needs to be administered via a 10ml syringe

· All medication 5ml or over needs to be administered via a 30ml syringe

· All water flushes are 3ml and administered via a 30ml syringe

· All tablets given, are crushed and then placed in a measuring cup with 3 ml of room temperature boiled water, and then drawn up, into a 10ml syringe

7.00am

· Turn off pump, after the 60ml of water has finished.
· Administer first medication as per medication schedule and give a 3ml water flush via 30ml syringe, after the medication.  The medication and water flush needs to be administered at a rate of 1-2ml per minute

7.05am

· Take flash which had the water in it and the pump to the kitchen and wash out flask
· Change the line for the day

7.10am

· Draw up 3ml of water into a 30ml syringe for the next medication need to be given

7.15am

· Administer second medication as per medication schedule, and give a 3ml water flush via 30ml syringe after the medication.  The medication and water flush needs to be administered at a rate of 1-2ml per minute

7.25am

· Draw up 3ml of water into a 30ml syringe for the next medication need to be given

7.30am

· Administer third medication as per medication schedule, and give a 3ml water flush via 30ml syringe after the medication.  The medication and water flush needs to be administered at a rate of 1-2ml per minute

7.40am

· Draw up 3ml of water into a 30ml syringe for the next medication need to be given

7.45am
· Administer forth medication as per medication schedule, and give a 3ml water flush via 30ml syringe after the medication.  The medication and water flush needs to be administered at a rate of 1-2ml per minute

7.50am

· Get Sienna’s toilet chair ready by putting it in her room

· Get nappy/pad and wipes ready for when she wakes up

7.55 am

· Get Sienna clothes ready for when rising out of bed

· When there is a 5th medication, when Sienna is on antibiotics, it needs to be given next.

· Draw up 3ml of water into a 30ml syringe for the next medication need to be given

8am

· Administer fifth medication (when Sienna is on antibiotics, this is an extra medication) as per medication schedule, and give a 3ml water flush via 30ml syringe after the medication.  The medication and water flush needs to be administered at a rate of 1-2ml per minute

When there is no fifth medication 

8 am

· say good morning to Sienna, talk to her, ask her how she going, how did she sleep, explain it is time to get up

· apply cellufresh eye drops as per medication order to both eyes, having a tissue in hand to wipe up any excess drops dripping

· disconnect medication tubing/overnight tubing from jejunostomy
·  apply lactulube to Sienna's eyes to help prevent dryness & damp excess off with tissue

8.05 am

· Get Sienna up, if not already awake.  
· Talk to her at all times, explaining what you are doing

· Pull the sides of beds/bed rails down for ease of access

· Move dolly away from the side of bed you are facing her, to remove obstacles on her getting up

· Unzip grow bag

· Take arms out of sleeves, one at a time, as this maybe tight, and so bring one side across to the other side, to loosen it and make it comfortable for her to release her arm.

· Take her legs out of the grow bag, one at a time.

· Sit with Sienna and undo the tabs on  her nappy/pad

· Assist Sienna up to a sitting position, by firstly placing her legs to the edge of the bed and then pull her up, but placing your arms under her arms around chest and gently pulling up.  This is best done with two people. Then swivel her around to the edge of the bed

· Have Sienna’s toilet chair ready in place at the side of the bed with the brakes on.

· Place her feet in position on the footplates or on a step in front of the toilet chair.

· Stand her up onto the step/foot plates, take her nappy/pad away from her bottom
· And swivel her around to a sitting position on the toilet chair

· Make sure the oxygen tubing is not caught under her bottom or legs and it is not pulling on her nose.

· Do up the seat belt on the toilet chair

· Move the toilet chair away from the bed by releasing the brakes and move it into a position for ease of access to dress Sienna.
8.10am

· Give 2 puffs of Seretide via spacer and Ventolin 6 puffs by 6 breaths.

8.15 am

· Apply healing cream, to Sienna’s neck and jaw line and back

· Get some warm water and wash around Sienna’s jejunostomy, clean gently and apply paw paw ointment around it and a new iv sponge cloth (one cut in half) place this under the plastic to prevent the rubbing of the plastic on her skin.

· Place a new piece of tube-grip (with a purple line) of about 25cm around Sienna’s waist over the jejunostomy to hold it in place

· Get Sienna dressed whilst she is sitting on the toilet
· Do Sienna’s hair

· Place her hearing aids in place, with double sided tape on the aid to stop them from falling out.  Make sure the battery is working.

· Put Sienna’s shoes/boots on, make sure her feet are in them properly and do them all the way up.  These support her ankles

· When in winter, place her jacket on to keep her warm

· Where her lips are dry, place some paw paw ointment on her lips and under the nose. As the nasal specs can irritate her nose.

8.20 am

· Check Sienna’s bed and if wet, put wet bedding in washing machine and start cycle.

8.25 am

· Put Sienna in her new nappy, when Sienna is successful on the toilet, celebrate this and get excited.  To put her new nappy/pad on, explain at all times what you are doing to Sienna.  Ask her whether she is finished on the toilet, when Sienna claps and nods her head up and down, or moves her thumb side to side, indicating yes, finished.
· Have her nappy and wipe/s ready

· Position a step in place and make sure her feet are firmly on the footstep/footplates and undo the seat belt.

· Make sure the oxygen tubing is not caught on anything

· With two people, one on each side bring her to a standing position and then one person draws her to them and holds her under her arms, close by to support her body, whilst the other person places her nappy on.  Then pull up her pants when wearing them.

· Then step her down to the ground, walking with her in front of you, and the other person making sure the oxygen tubing is not caught, and putting the brakes on the walker, walk with her to the walker and place her in it by turning her around and reversing her onto the walker seat and do up the seat belts etc Make sure the oxygen tubing is clear and not caught up in the walker.

· Walk Sienna out side 5 to 15 minutes
· Whilst Sienna’s mum is walking with her, the other person helping can be:

· Placing the oxygen cylinder in the middle of the hallway/ doorway, out of the way, but giving more extension on the oxygen tubing and making sure the oxygen tubing is not getting caught on anything.

· Washing out the toilet potty, disinfecting it were need be

· Remaking and repositioning Sienna’s bedding, making sure all the wet parts are placed in the washing machine and new bedding that is dry and clean is in place for that night.

8.30 am

· Bring Sienna inside & walk Sienna down the corridor to the lounge room, to about a meter away from her wheelchair

· Take her out of her walker, with two people, preferably, one watching the oxygen tubing and assisting side by side, then turn her whereby one person is supporting her, preferable mum, then walk from behind to the purple fit ball and sit down on it and place Sienna on lap.  The other person assisting with the oxygen tubing.

8.40am

· Sienna loves having this special time with her mum, on the fit ball, they do bouncing, singing and rolling. and play with the cosmic tune, a musical instrument 

· Whilst Sienna is on her mum’s lap enjoying some physio, bouncing up and down, the other person helping can :

· put the walker away, releasing the brakes and placing it back in her room

· heat up Sienna’s milk/nutrition in the microwave, to room temperature

· get a rolled up towel to be ready to place under her arm, when placed in her wheelchair

· get a pink washer to be placed in front of her to catch any spills, once Sienna is placed in her chair

· make sure there is clean and dry bluey and small towel placed on the seat of Sienna’s wheelchair

· place step in front of wheelchair

· make sure wheelchair brakes are on

8.55am

· Let Sienna know it is time to get off the purple fit ball, and get ready to stand to walk over to her wheelchair.  On the count of three we are going to stand.  

· Stand up making sure the oxygen tubing is free away from feet

· Walk over to wheelchair and place her feet one at a time up on the step

· Then place her left foot on the right footplate and gently turn her clockwise around with two people this is much safer to do, making sure the oxygen tubing is not caught under her or on anything else

· Sit her bottom down and position her back in her chair

· Put the pommel up

· Put the lateral supports in place and do up her lap seat belt

· Put her jejunostomy line in place in her button, ready for her nutrition

· Put the tray on

· Place rolled up towel under her left shoulder (it is like a pillow) to support her head and a pink flannel in her front, fold it in half and tuck a quarter of it into her top and place it across to her left over the towel to catch any drips.

· clean Sienna’s glasses and put them on, were Sienna is awake and alert

· set up Sienna's communication device, for her communication can begin
9 am

· bring Sienna into the kitchen and let her see what you are doing and prime the line ready for her nutrition and prepare the lactulose

· start her nutrition at nearest as possible to 9am, 275ml at 100ml per hour

9.10 am

· Give Sienna her  lactulose, in a 30ml syringe and by stopping nutrition, press the hold button

· Administer 1-2ml per minute

· then restart nutrition
9.20am
· clean the kitchen up, washing flasks etc…talking to Sienna

9.50am

· give Sienna panadol were needed, as per medication order, administer when under 5ml in 10ml syringe, and when 5ml or over via a 30ml syringe, 1-2ml per minute and restart nutrition.

9.55 am

· Do the washing & hang it up & put it away, take Sienna with you to the laundry and talk to her about what you are doing and give her some musical instruments to play with.

10.10 am

· Read Sienna stories

10.20 am

· Were Sienna start  coughing until she almost turns purple, immediately place your hand onto her chest and reassure her it is ok and to breathe, repeat saying it is ok and to breathe. and congratulate on her when she stops

10.25 am

· Music time with Sienna, talk about music instruments and sing songs, let her play many instruments. 

· let her play with her musical toys.

11 am

· Take Sienna for a walk, take Sienna’s spectacles off and put her sunglasses on if it is sunny outside.  Make sure her hearing aids are safely in place, so they won’t fall out.

· Take care when walking, checking Sienna has still got her glasses and hearing aids on, were they on when you commenced the walk.  Sienna sometimes throws them off, because they get dirty, or the sun glares cause discomfort to her eyes, or the aids have increased feedback.

11.45 am

· Sienna’s nutrition  finishes

· press the stop button

· place 40ml of room temperature boiled water in flask and give this via the pump at 100ml per hour

12.10-12.15pm

· Sienna’s water will be finishing, turn off pump

· disconnect line

· Clear up the activity she was doing.

· Get ready to toilet Sienna

· Were Sienna need ventolin give it, 6 puffs by 6 breaths

· Give Sienna her eye medication

12.20 pm

· Bring the toilet up to the wheelchair and place a step/stool between the wheelchair and toilet chair.

· Put the brakes on both the toilet chair and wheelchair

· This is best down with two people

· Take off her tray

· Explain at all times what you are doing to Sienna

· Undo her seat belt

· Take down the pommel

· Make sure her feet are on the footplates/footrest

· Bring her to a standing position by placing your arms under her arms and then bring her close to you, whilst one person is holding, one person can release the nappy/pad and her pants.  Then place one foot forward and then place the left foot to the right or on the right footplate of the toilet and then turn her clockwise to sit down on the toilet.  Place her bottom in position and put the toilet seat belt on around her lap.

· Take Sienna off the toilet when she has done a wee etc congratulate her and put her nappy on by:

· Having a new clean nappy ready with wipe

· Make sure brakes are on toilet chair

· Move the wheelchair away from the step, for ease of access.

· Undo lap seat belt

· Place her feet firmly on the footplates/step/stool

· Hold your hands under her arms and bring her up to a standing position

· Wipe bottom and place nappy/pad in place

· Pull up her pants or reposition dress were wearing a dress

· Step her down onto the floor from the step.

12.35pm

· Stretch Sienna’s legs; walk around with her, with her in front of you, guiding her.

· Sit down on the purple fit ball and place her on your lap and do some bouncing and physio

· Place her on the floor sitting up and give her switch toys to play with.

12.50 pm

· Take toilet to bathroom and clean were need.

12.55

· Warm up next nutrition to room temperature (275ml soya milk mixture)

· Place the milk in the flask and set it on the pump 275ml dose at the rate of 100ml per hour.

· Position step in front of wheelchair and make sure brakes on

· Make sure the bluey and towel on the seat are dry and were wet, replace with dry one’s 

· Were the pink washer wet, replace with dry one for under her chin, to catch drips

1 pm
· Let Sienna know it is time to get off the floor, and get ready to stand to walk over to her wheelchair.  Get down with Sienna on the ground and position yourself to bring her up to a standing position. On the count of three we are going to stand.  

· Stand up making sure the oxygen tubing is free away from feet

· Walk over to wheelchair and place her feet one at a time up on the step

· Then place her left foot on the right footplate and gently turn her clockwise around with two people this is much safer to do, making sure the oxygen tubing is not caught under her or on anything else

· Sit her bottom down and position her back in her chair

· Put the pommel up

· Put the lateral supports in place and do up her lap seat belt

· Put her jejunostomy line in place in her button, ready for her nutrition

· Put the tray on

· Place rolled up towel under her left shoulder (it is like a pillow) to support her head and a pink flannel in her front, fold it in half and tuck a quarter of it into her top and place it across to her left over the towel to catch any drips.

· Start nutrition at a dose of 275ml at a rate of 100ml per hour

· clean Sienna’s glasses and put them on, were Sienna is awake and alert

· set up Sienna's communication device, for her communication can begin

· bring Sienna into the kitchen and let her see what you are doing  and prepare the lactulose

1.15 pm

· Give Sienna her  lactulose, by stopping nutrition, press the hold button

· Administer 1-2ml per minute

· then restart nutrition

1.20 pm

· clean the kitchen up, washing flasks etc…talking to Sienna

1.30 pm

· Were Sienna start  coughing until she almost turns purple, immediately place your hand onto her chest and reassure her it is ok and to breathe, repeat saying it is ok and to breathe. and congratulate on her when she stops

1.30 pm

· make necessary phone calls re: Sienna’s appointments etc.

2.00pm

· outings: prepare to go out with Sienna pack: 

· midazalam

· enough water for her flush, 10ml in a 30ml syringe

· spacer, mask and ventolin

· baby panadol drops and 10ml syringe

· medicine measuring cup

· wipes

· nappy

· change of clothes

· vomit bag

· nutrition were needed

· health care plan
· where Sienna likes going on outings:

· central markets

· library

· botanic gardens

· shopping

· farmers market

· walk in the neighbourhood

· for a chai with chocolate on top, at the local deli/cafe

· to the pharmacy

· hair dresser for a hair cut

· a drive up into the hills, to see her gp

· mt lofty botanic gardens

· movies

· zoo

3.45 pm

· Sienna’s nutrition  finishes

· press the stop button

· give a 10ml flush of water via 30ml syringe, 1-2ml per minute

· disconnect line

3.50pm

· Clear up the activity she was doing.

· Get ready to toilet Sienna

· Were Sienna need ventolin give it, 6 puffs by 6 breaths

· Give seretide as per medication order

3.55 pm

· Bring the toilet up to the wheelchair and place a step/stool between the wheelchair and toilet chair.

· Put the brakes on both the toilet chair and wheelchair

· This is best down with two people

· Take off her tray

· Explain at all times what you are doing to Sienna

· Undo her seat belt

· Take down the pommel

· Make sure her feet are on the footplates/footrest

· Bring her to a standing position by placing your arms under her arms and then bring her close to you, whilst one person is holding, one person can release the nappy/pad and her pants.  Then place one foot forward and then place the left foot to the right or on the right footplate of the toilet and then turn her clockwise to sit down on the toilet.  Place her bottom in position and put the toilet seat belt on around her lap.

4 pm Bath time

· Is best with two people, for safety reasons

· Place the heater on in Sienna’s room in winter and then taker her down to her bedroom, on her toilet chair

· Start the bath running, put some of Sienna’s bath liquid bath soap in it
· undress her in her bedroom, whilst waiting for her bath to get ready, it’ must be warm. 
· Her nappy and clothes need to be ready.  Her glasses need to come off.  Her hearing aids need to be in position, so they do not fall out of her ears...  
· The cloth around her jejunostomy needs to be taken off.   
· Sienna does not like to be naked, so I wrap a towel around her and wheel her to the bath in her toilet chair, 
· With two people, one gets the sling (grey/silver) and the other gently lifts Sienna forward, while the sling is slid about 10cm under her bottom at the back, cross the long pieces of the sling under each leg and bring up, hook up the white loop at the back and the orange loop at the front to the lifter.  

· Make sure the oxygen is all clear and her hands are tucked in safely.  

· Explain to Sienna that you are going up.  Take up using the remote control and then one person will stand at the tap end of the bath and pull gently up to the bath chair in the bath, whilst the other kneels down and gently pushes her as Sienna comes down to rest in the bath chair.  

· Make sure the bath chair is not going to move, check the suction caps on the bath are sealed.  

· Then disconnect the loops off the lifter and gently place down beside Sienna.  

· Then there is a foam knee pad for you to kneel on whilst giving Sienna a bath.  Sienna needs to have her mouth washed out and her teeth cleaned with a flannel which is wrapped around your finger and nuk toothbrush.  

· When doing this you will need to support her by holding your hand under her chin and talking to her as she looks at you.  Sienna does not like this.  This is to get the asthma medication out of her mouth and to clean her teeth.  

· Give Sienna a bath, using the washer, let her legs splash and her arms.  

· Sienna needs assistance to get out of the bath.  

· When ready to get out of the bath, lower the lifter and hook the loops back onto it, white at the back, orange at the front and the explain to Sienna that she is going to be going up.  

· Lift her up using the remote control and have a towel ready for when she is above the bath, enough to wipe her bottom and under legs, as they are very wet.  Then move her across over the toilet/shower chair and lower her down.  

· Once down on the seat, release the loops attached to the sling to the lifter and then send the lifter back to her bedroom.  

· Take the sling out from under Sienna, and hang it over the shower rail.  

· Then do up Sienna’s lap seat belt and place a big towel around her to keep her warm

· Undo the brakes on the toilet chair and wheel her back to her bedroom where it is warm.  

· Dry Sienna off and give her a massage with her special creams and oils.  Her legs, back and neck are essential to have a massage.  

· Then dress her, one person can put her socks on to keep her feet warm, and the other can dress her button/jejunostomy, with paw paw ointment and a little cloth to stop the rubbing of plastic on her skin. 

· Then put the tube grip over her button and her singlet on, then quickly disconnect the oxygen and thread it through, the tube grip and singlet.  

· Then the other person can put her pj pants on and shoes.  The other person will put her pj top on Sienna, and then get the walker in place.  

· When Sienna is awake and alert, it is important to let her have a walk in her walker.  (Kidwalk 2)  Make sure the walker is in the right position, put the brakes on it. Place Sienna’s hearing aids in place in her ears, were her ears ok.  

· Take Sienna off the toilet when she has done a wee etc congratulate her and put her nappy on by:

· Having a new clean nappy ready with wipe

· Make sure brakes are on toilet chair

· Move the wheelchair away from the step, for ease of access.

· Undo lap seat belt

· Place her feet firmly on the footplates/step/stool

· Hold your hands under her arms and bring her up to a standing position

· Wipe bottom and place nappy/pad in place

· Pull up her pants or reposition dress were wearing a dress

· Step her down onto the floor from the step.

· Then one person moves around behind her and gently walks over to the walker and turns her facing you with her walker behind her and place her backwards in over the pommel/seat, do up the straps etc in front of her and the make sure the oxygen is clear and take off the brakes and guide from behind the walker to take her out of the bedroom and down the hallway, Sienna loves to go outside in her walker, so were weather permit, take her outside and let her go up and down the ramp, with your guidance, make sure the oxygen lead is long enough.
· There is a lifter available, however Sienna feels uncomfortable in this and it takes an hour to bath her with using this system. 

4.45 pm

· Bring Sienna inside & walk Sienna down the corridor to the lounge room, to about a meter away from her wheelchair

· Take her out of her walker, with two people, preferably, one watching the oxygen tubing and assisting side by side, then turn her whereby one person is supporting her, preferable mum, then walk from behind to the purple fit ball and sit down on it and place Sienna on lap.  The other person assisting with the oxygen tubing.

4.50 pm

· Sienna loves having this special time with her mum, on the fit ball, they do bouncing, singing and rolling. and play with the cosmic tune, a musical instrument 

· Whilst Sienna is on her mum’s lap enjoying some physio, bouncing up and down, the other person helping can :

· put the walker away, releasing the brakes and placing it back in her room

· heat up Sienna’s milk/nutrition in the microwave, to room temperature

· get a rolled up towel to be ready to place under her arm, when placed in her wheelchair

· get a pink washer to be placed in front of her to catch any spills, once Sienna is placed in her chair

· make sure there is clean and dry bluey and small towel placed on the seat of Sienna’s wheelchair

· place step in front of wheelchair

· make sure wheelchair brakes are on

4.55 pm

· Let Sienna know it is time to get off the purple fit ball, and get ready to stand to walk over to her wheelchair.  On the count of three we are going to stand.  

· Stand up making sure the oxygen tubing is free away from feet

· Walk over to wheelchair and place her feet one at a time up on the step

· Then place her left foot on the right footplate and gently turn her clockwise around with two people this is much safer to do, making sure the oxygen tubing is not caught under her or on anything else

· Sit her bottom down and position her back in her chair

· Put the pommel up

· Put the lateral supports in place and do up her lap seat belt

· Put her jejunostomy line in place in her button, ready for her nutrition

· Put the tray on

· Place rolled up towel under her left shoulder (it is like a pillow) to support her head and a pink flannel in her front, fold it in half and tuck a quarter of it into her top and place it across to her left over the towel to catch any drips.

· clean Sienna’s glasses and put them on, were Sienna is awake and alert

· set up Sienna's communication device, for her communication can begin

5 pm
· Warm up next nutrition to room temperature (160ml soya milk mixture)

· bring Sienna into the kitchen and let her see what you are doing and prime the line ready for her nutrition
· start her nutrition at nearest as possible to 5pm, 160ml at 100ml per hour

5.10pm

· Put Sienna’s favourite music on for her to listen to via her dynavox communication device

· Whilst Sienna is listening to her music and playing with maraca’s, clean up bathroom and toilet chair, were needed…were there have been two people present at bath time, the paid carer can do this whilst Sienna is outside in her walker, with her mum’s guidance, but were this not the case, the bath needs to be emptied, the dirty clothes placed in the washing machine, the toilet needs to be cleaned and placed back in the bathroom.

5.20 pm

· With Sienna with you, fold up the washing and talk to her about what you are doing.

5.30 pm

· Bring Sienna back into the kitchen and cook dinner, Sienna loves cooking, and talk to her about the scents, and everything that is happening.  Sharing with Sienna is her favourite, Sienna loves sharing.
5.40 pm

· Read to Sienna, Sienna loves listening to stories, especially novels, about horses, animals, other children and adventures.

6.00 pm

· Have dinner, talking to Sienna about what is happening.

6.30pm

· Get Sienna’s bed ready, placing an overnight nappy/pad in place for transfers

· Get Sienna’s medications ready

· Clean up kitchen

6.45pm

· Sienna’s nutrition pump will beep, it needs flushing with water when this happens.  

· To flush her long line it takes 7ml, so it is best to use 10ml of water, doing this with a 30ml syringe at 2ml per minute.

6.55pm

· Take out Sienna’s long line from the jejunostomy and then prime her medication line with the melotonin (medication) made up in 3-4ml of water, it takes 2ml to prime this medication line, so prime it with this medication and then connect the line to the jejunostomy.

· Then place the 1ml left into the jejunostomy and then flush it with 3ml of water, at a rate of 2ml per minute.

· Then disconnect the line to Sienna’s jejunostomy and place it in the kitchen with her next medication, which is due in about 15 minutes.

7.00 pm

· Bring the toilet up to the wheelchair and place a step/stool between the wheelchair and toilet chair.

· Put the brakes on both the toilet chair and wheelchair

· This is best down with two people

· Take off her tray

· Explain at all times what you are doing to Sienna

· Undo her seat belt

· Take down the pommel

· Make sure her feet are on the footplates/footrest

· Bring her to a standing position by placing your arms under her arms and then bring her close to you, whilst one person is holding, one person can release the nappy/pad and her pants.  Then place one foot forward and then place the left foot to the right or on the right footplate of the toilet and then turn her clockwise to sit down on the toilet.  Place her bottom in position and put the toilet seat belt on around her lap.

7.05 pm

· Put the heater on in Sienna’s room

· Bring Sienna down to her bedroom, in her toilet chair

· Ask Sienna were she finished, Sienna will clap or / and nod her head up and down, or put her thumb out and wave it side to side, indicating finished.

· Congratulate her were Sienna have used the toilet

· Have her overnight nappy /pad in place in her grow bag, under the nappy, make sure her kylie/waterproof pad is down or bluey, inside the grow bag.

· With two people it is the safest way to move Sienna across from the toilet chair to her bed.  

· Position the toilet chair facing the bed, with a stool in front.  There are two choices , it is possible to lift Sienna across with two people, doing a top and tail lift, to position her safely into her grow bag, with head on pillow.  Or the other choice is to stand her up, with feet firm on footrest and turn her clockwise to place her bottom sitting down on the bed and then lift her feet up onto the bed and reposition her into her grow bag.

· With two people present:

· one person can remove the toilet chair from it’s position and put it into the bathroom, cleaning it were need be.  

· Whilst the other person, mum:

· does up her night time nappy

· takes her shoes off, 

· pj pants off, 

· putting legs inside grow bag and does the zip up.

· Putting Sienna’s arms through the sleeves, one at a time, doing the zip up afterwards

· Place a soft cloth over the top zipper to prevent it rubbing on her chin.

· Make sure oxygen specs are in place.

· Put up the side railing of the bed

· Tuck Sienna’s blankets in, snug and firmly

· Where there two people present, the paid carer can now read to Sienna, whilst Sienna’s mum goes and gets her medicine

7.15pm

· Sienna’s mum connects Sienna’s medication line to jejunostomy
· gives the second medication, 2ml per minute, with a 3ml flush

· apply sleepy time balm under her nose.

· Give Sienna her dolly, Sienna loves this dolly

· Put music on to help her sleep

· Apply eye medication

· Sienna’s mum to give Sienna a goodnight kiss

· The other paid carer can continue reading to Sienna until Sienna is asleep

7.30pm

· Sienna’s mum to give the next medication

· Were Sienna asleep, the main light in her bedroom, can be turned off and the lamp (pink salt lamp) turned on

· The paid carer can make up her nutrition for the next day 

· 2 x 300ml soya milk, has in 10ml of water, 3 scoops of nutricia soya formula, mixed to smooth and added to each one

· 1 x 160ml soya milk, 1 x 110ml soya milk, has in 10ml of water, 2 scoops of nutricia soya formula, mixed to a smooth, and added to each one
7.45 pm

· Sienna’s mum to give the third medication (other than Sienna’s mum, a Registered nurse can give medication)

· Wash jejunostomy line/tubing out and prepare overnight nutrition for Sienna.

8 pm

· Sienna’s mum to give 4th medication, were there is more than 4 medications to give, for example, when Sienna is on antibiotics, they are given every 10-15minutes a part, given slowly at 2ml per minute, for medication, please refer to medication schedule, in Sienna’s care plan folder.  The rules are:

· All meds under 5ml need to given via 10ml syringe

· All meds 5 ml or over need to be given via a 30ml syringe

· All water flushes are 3ml and need to be given via a 30ml syringe

· Must not have more than 10ml volume at a given time…less is best..all medication tablets needs to be dissolved in 3ml of water, because of this.


8 05pm

· Give nutrition 110ml at a rate of 100ml per hour

8.10pm

· Prepare overnight juice/water mixture with added benefibre and seravit

9.00=9.10pm

· When nutrition finishes, give 3ml flush at 2ml per minute

· Start overnight juice/water mixture, of 500ml at a rate of 45ml per minute, work out the time between start and finish, to make sure it is at the correct rate to stop at 6am.

· Make sure there is enough oxygen in cylinder for overnight and that it is on and on the correct rate and that her specs are in place.
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