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O Palliative Care 

O We all do it 

O Life is a terminal illness 

 

 

O Palliative Medicine 

O ?Symptomatologist 

O ?Complexity 

O ?Must be dyingéé 

O SPC Services 

O Staff have additional 
training/qualifications in 
SPC/Pall Med 

 

O Massively variable 

O Mainly community based 

 

O Hospices are independent 
units 

 

O Adult hospices  

O Respite rarely an option 

 



SPECIALIST PALLIATIVE CARE 

 

The goal of palliative care is to improve quality of life and relieve 

stress and discomfort. This may include preventing unnecessary 

interventions, implementing potentially life-sustaining measures, 

and providing psychological and/or spiritual support to the 

individual with (?any potentially life limiting condition?) and those 

important to them. 





Barriers 
https:// www.bing.com/videos/search?q=palliative+care+fire+video&view=detail&mid=CB5E5F2D9BDE549B5923CB5E5F2D9BDE549B5923&FORM=VIRE  

O Patients donõt want to think ahead 

O Clinicians bias  
O Different physicians (palliative care, neurology, rehab etc.) indicated that there was contact 

between the specialties but limited understanding of each others roles 
 

O SPC services anxious about capacity 

 

O SPC can lack confidence with neurological conditions 
O Many Palliative Medicine consultants had limited knowledge about interventions and the likelihood 

of improving both quantity or quality of life 

 

O Longer trajectory of illnesses can make impact more difficult 

 

O Adult Pall Med very different to paediatric 

O Expectationsé.. 

 
 

 

https://www.bing.com/videos/search?q=palliative+care+fire+video&view=detail&mid=CB5E5F2D9BDE549B5923CB5E5F2D9BDE549B5923&FORM=VIRE
https://www.bing.com/videos/search?q=palliative+care+fire+video&view=detail&mid=CB5E5F2D9BDE549B5923CB5E5F2D9BDE549B5923&FORM=VIRE


We wanted someone to say: ôThis is shit but I want help you make the best of itõ 

There is an education piece required ð patients need to understand that Palliative 

Care provides support throughout the whole Terminal Illness journey.  An initial 

appointment for the patient would help them see the value and breadth of services ð I 

recommend this is not mentioned as an ôoptionõ but rather as a ôstrong 

recommendationõ. 

Palliative Care are uniquely placed to provide a consistent, clinical, emotional and 

oversight role. 

In my experience, they provided a unique liaison role with a range of teams ranging 

from Carers to Hospice and Respiratory Consultants 

Palliative care need to have expertise in the conditions they are supporting 

 

I consider them to perform a helicopter role. 



Wide range of conditions but some  
commonality of symptomatology 

 

 

O MND 

O Parkinsonõs Disease 

O Multiple Sclerosis 

O Spinal Muscular Atrophy 

O Duchenne Muscular Dystrophy 

O Microsomal disorders 

O Friedrichõs ataxia 

O Brain Injuries 

 

O Pain 

O Spasticity 

O Reduced mobility 

O Sialorrhoea 

O Dysphagia/nutritional difficulties 

O Hypoventilation 

O Depression/low mood 

O Emotional lability 

O Constipation 

O Carer/family burden 

 



NEUROLOGICAL CONDITIONS SYMPTOM BURDEN 

SYMPTOM CANCER MND 

Pain 35-96% 55% 

Fatigue 32-90% 60% 

Nausea 6-68% 15% 

Constipation 23-65% 50% 

Dyspnoea 10-70% 75% 

Solano et al. J Pain Sympt Manag, 2006: 31; 58-69 



Pain/Cramps 
O Underestimate pain 

O Physiotherapy/passive movements/supportive measures are crucial 

O Paracetamol/NSAIDõs/low dose opioids 

O Once daily modified release opioid at night 

O Max 120mg oral morphine equivalent in non-cancer pain before harm 

 

O May be stiffness/cramps 

O Quinine/baclofen/magnesium supplements/vitamin E 

O Gabapentin/Pregabalin 

 

O Spasticity 

O Baclofen/tizanidine/gabapentin/clonidine/ dantrolene 

O Botox 

 



Constipation : Non-Pharmacological 
 

O Scheduled toileting 

O Position: sit up 

O Encourage fluid intake in not in 

advanced stages of illness 

O Reflexology 

O Abdominal massage 

 

O Avoid bulk agents 

O Prunes/kiwi/beetroot/linseed/plums  

O Diabetic chocolate 

O Kefir/ kombucha  

O Inulin 

 



Constipation - Pharmacological 
 

O Stimulant laxatives eg: Bisacodyl, Senna, sodium picosulfate 

O Osmotic laxatives eg: Lactulose, magnesium salts, macrogols 

(movicol/ laxido) 

O Surface-wetting agents eg: docusate 

O Bulk-forming agents eg: Ispaghula husk (fybogel) 

O Rectal agents eg: bisacodyl/glycerol suppositories, phosphate/microlette 

enemas or Arachas oil enema 

 

 Patient choice key factor / Volume of meds & associated 

hydration needed / Timing of effect of drug 



Secretions - Salivary 

O Anti-cholinergics such as: 
O Scopoderm TTS (Hyoscine Hydrobromide) 

O 1 mg/72 hrs patch/Can be cut 

ÁAmitriptyline   
O 10 mg tablet or 25 mg/5 mls suspension 

O Start 10 mg/2 mls nocte + titrate po/PEG in 5-10 mg 
increments 

O Glycopyrronium 
O 200ð600 mcg 8 hrly/Suspension available or via syringe 

driver or can give the IV form via PEG 

 

O Atropine Eye Drops 
O 1-2 drops sublingually, frequent administration 

 

O Botulinum toxin injection of 

parotid/submandibular glands 

O Clonidine  

O Alpha blocker/ 25mcg bd titrating 

to response (max 50mcg tds so 

faré.) 

 

O Benzhexol 

O 1mg twice daily to max 2mg three 

times daily 

 

O Radiotherapy/surgery to parotid 

glands 

 



Secretions - Mucoid 

O Carbocysteine 

O 750mg tds  

O Papaya/core of pineapple 

 

O Saline nebs 

 

O Cough assist 

 

O Suction 

 

O Propanolol 

O Non-selective beta blocker 

 

O Erythromycin suspension 

O Gastric prokinetic 

O Anti-inflammatory 

 

O Consider reflux 

O Ranitidineé.. 



Nutritional care  
O Inadequate nutrition and weight loss are common  and if present they shorten survival 

O Causes include dysphagia, impaired motor function (bulbar and extremity) and ? Hyper-metabolic 

state 

 

O Interventions 

O Dietary input  

O OT  

O Physio  

O SW  

O Respiratory 



PEGs and RIGs  
https://mytube.mymnd.org.uk /   

O Increasing evidence of improved QOL and possibly prognosis  
 

O Allow medication delivery and hydration 
O Not just about food 

O Does not mean being fully fed until the end 

 

O Important to consider before loss of respiratory function (FVC < 50%) 
and before weight loss is marked 
O Ideally commence as a supplement to ongoing oral intake 

O RIGs can be inserted more safely in respiratory failure but tend to be less satisfactory 

 

O Insertion come with risks and need to consider how to manage nutrition 
without a PEG if that is the persons request 

https://mytube.mymnd.org.uk/
https://mytube.mymnd.org.uk/
https://mytube.mymnd.org.uk/


Respiratory Care 

O Breathlessness is common in range neurodegenerative conditions 

O Management improves quality of life and may minimise hospital admissions 

O Fan therapy/rectangular breathing/breath stacking/cough assist 

 

O Opioids in titrated doses may improve quality of life 

O Limited evidence for long acting preparations  

 

O Benzodiazepines for acute panic 

O Pregabalin/citalopram/ buspirone 

 

 
 

 

 

 

 



Non invasive positive pressure ventilation  (NIPPV) 

O NIPPV improves both quality and quantity of life 

O Pre-emptive education and routine monitoring of respiratory function tests 

improves uptake and understanding of NIPPV 

O Respiratory failure can develop insidiously as well as acutely 

 

O Planning for the end of life care includes discussing the issues of 

progression and option for withdrawal of ventilation 

O It is NOT performing euthanasia to withdraw NIPPV 

O It is OK to die on NIPPV 

 

O Trachaeostomy presents additional challenges as communication may 

deteriorate restricting inclusion in discussions towards end of life 

 



Cognitive Impairment MND  

O People with MND appear to fall into four groups: 

O around 50% are unaffected by cognitive change 

 

O around 35% experience mild cognitive change, with specific deficits in 
executive functions, language and/or social cognition 

 

O 28% frontal lobe dysfunction with changes in behaviour such as self-
centeredness, irritability, apathy, emotional blunting, loss of embarrassment, 
disinhibition, lack of concern for themselves and reduced empathy may be 
seen 

 

O up to 15% develop frontotemporal dementia (FTD), either at the same time or 
after diagnosis of MND 

 



O Important because 

O ACP may need to be initiated early 

O Relatives need to understand potential for emotional lability/control 

issues 

 

O Emotional lability 

O Inappropriate laughing/crying 

O 10-20% 

O Citalopram 20-60mg nocte 

O Amitriptyline 30-100mg/ day:decreased unwanted crying in 20/22 patients          
(Szczudilik et al 1995) 

 

O Edinburgh Cognitive and Behavioural Screen (ECAS) 



ADVANCE CARE PLANNING 

O Life planning including eolc as a core 

O Is a process of discussion/evolution 

O Requires MDT approach 

O Patient may want to talk to youéééé 

O ôUnderstanding the priorities for the individual/unacceptable outcomesõ 

 

O Very important where may face later cognitive change 

O Can be more challenging in adolescents/variable life experience 

O Ensures patients wishes are upheld 

O May wish to appoint lasting power of attorney for healthcare decisions 



OBut if we talk about dying we take away hopeéé.. 

 

 

O Evidence suggests otherwise 

 



Hope and ACP  Davison Simpson BMJ 

 

O ACP can enhance hope not diminish it 

O Hope helps determine future goals and provide insight 

O Information leads to less fear and more control 

O Helps maintain relationships, preserve normality, reduce feeling of being a burden, 
encouraging sense of being in control 

O Empowering and enabling 

 

Butébarriers 

O Left to HCP to initiate discussion 

O Physicians worry that disclosure of poor prognosis could interfere with establishing 
trust 

O Busying over routine clinical issues 



Not legally binding 


