Achalasia Action Specialist Led Patient Meeting 1st July 2024
Topic: Nutrition and Medicines

Panel:

Silvia Davey - Chair of Achalasia Action

Majid Hashemi - Consultant Upper Gl Surgeon & Medical Chair of Achalasia Action
Sacheen Kumar - Consultant Upper Gl Surgeon, The Royal Marsden NHS Foundation Trust
Melika Kalantari - Pharmacist with a special interest in achalasia, which formed the subject of
her phd

Emma Jarvis - Senior UGI Dietitian, Guy's and St Thomas' NHS Foundation Trust

Nikhil Patel - Clinical Research Fellow - Upper Gl Surgery, The Royal Marsden NHS
Foundation Trust |

Agenda

Welcome and Introduction

Silvia welcomed everyone to the meeting and introduced herself as the new Chair of Achalasia
Action charity. She thanked the retiring Chair Alan Moss for all he has done over the past 5
years to establish and run the charity.

Annual Report Presentation

Silvia gave a presentation of Achalasia Action’s Annual Report for 2023/24. The report can be
viewed on the website by following this link:
https://www.achalasia-action.org/?s=Annual+Report

Question and Answer Session
Silvia introduced Majid Hashemi, Achalasia Action’s Medical Chair and asked him to introduce
the rest of the panel.

Maijid first introduced Melika who is a pharmacist with a special interest in achalasia. She
recently completed her PhD at Reading University in the school of pharmacology, which
researched the mental health impacts of achalasia and what interventions can help. She has
worked for the past five years on research with achalasia patients.

Two of the most asked questions at our meetings are about the long term effects of Proton
Pump Inhibitors (PPIs) and spasms/ the medical treatment of spasms and Majid asked Melika
to give a brief summary of these issues.

PPIs: As achalasia is rare and often misdiagnosed, initially as reflux, many patients are started
on PPIs, which are often also continued after getting a diagnosis to treat reflux type symptoms.
After treatments such as dilation and POEM, where the sphincter is permanently opened,
patients may get genuine reflux and need to be on PPIs long term.

Melika explained that PPIs work by blocking the enzymes which are produced in the wall of the
stomach and which produce acid, hence they reduce stomach acid. Side effects include
headache, constipation, diarrhoea. Use of PPIs long term can lead to vitamin and mineral
deficiencies including B12 and magnesium and calcium mal-absorption which can lead to


https://www.achalasia-action.org/?s=Annual+Report

fractures and kidney diseases. So if someone is on PPIs long term these should be tested to
ascertain if they need supplements.

Spasms Patients experience spasms in different ways and from different causes, eg foods,
stress, anxiety etc. These can occur pre or post-operation and are experienced as chest pains
that are different from heartburn.

Melika outlined some of the possible medical treatments of spasms. These include nitrates and
calcium channel blockers. Calcium channel blockers such as amlodipine and nifedipine work by
blocking the calcium ions from going into the cardiac muscle and smooth muscle cells to help to
relax the arteries, thereby getting relaxation in the oesophagus. Nitrates work by increasing
nitrous oxide, which dilates and relaxes the blood vessels, which helps with the spasms. Side
effects of these drugs include-headaches and nausea with both. With the nitrate hyper- tension
(low blood pressure) and dizziness

From Melika’s research working with achalasia patients she has seen that there is no one
treatment that fits everyone.

Majid introduced the other panel members and directed the questions sent in by achalasia
patients to the appropriate panel members for answering:

Question & Answer Session:
Nutrition

Improving nutrition for achalasia

Q1 I've introduced more calories, fat and sugar in my diet since having achalasia, trying to add
butter and cream. My cholesterol is getting higher, my blood sugar is borderline, although | am
underweight. The hospital dietitian just told me to have more full fat, milk and cream. Could
you give me more ideas on how to consume more calories in a nutritious/nourishing
way, and that allows me to consume “good” fats?

Al Emma: A diet high in fat is often recommended for achalasia patients who have had
difficulty maintaining a healthy weight, as this is high in calories. However a diet high in
saturated fats can lead to problems such as high cholesterol and coronary heart disease.
Saturated fats are found in full fat dairy products, milk,cream, cheese, butter, red meat,
processed foods and baked goods such as pastries and cakes . To avoid this try substituting
foods full of “good” fats - vegetable oils like olive, ground nut oil, rape seed oil etc nuts and
seeds, nut butters, avocados etc - these will increase your calories in a more healthy way.
Note also that full fat milk isn’t a high fat product so don’t worry about this - it's a good way to
get the calories into your diet.

Q2 | have type 2 achalasia and | am experiencing recurrent symptoms following a Heller’s
Myotomy and wrap two years ago. My symptoms aren’t bad enough to need a feeding tube but
| am struggling to eat enough and get the appropriate nutrients. I'm taking multivitamins and the
GP has just prescribed iron tablets. On particularly bad days I'm taking food-drinks. Any advice
on how to sustain getting adequate nutrients?



A2 Majid - if you are still struggling to eat enough you may need to get further checks,
endoscopy etc, to see if the surgery was successful or if it needs revisiting.

Emma: Within constraints of what you can manage make sure you have a variety of foods from
all food groups in each meal ie, carbs, protein, dairy, nut butters, soya, tofu, fruit & veg to
ensure a full range of nutrients. If struggling to eat enough try eating little and often through the
day, every few hours, avoid skipping meals. Use nutritious drinks between meals, smoothies,
milk shakes, full fat milk, milky coffee/chocolate etc. Fortify foods to maximise calories eg add
oil or spreads to mashed potatoes, cheese to soup, ground nuts or nut butters to porridge,
weetabix.

Q3 | was unable to swallow food, and my weight went down to 7 stone. I've had a Botox
injection and | am now having mashed or puréed foods, and a couple of ensure drinks. I've
managed to put on some weight. My diet each day is usually a couple of weetabix softened in
milk, lunch and dinner will be mashed potato, puréed vegetables, and scrambled egg or puréed
soup with mash and veg, plus a yoghurt and soya pudding. Is there anything else | could or
should be having to improve my nutrition?

A3 See answers to Q1 and Q2 above

Q4: 1 am having to have liquid meals as | throw everything else up. The liquid meal
replacements are all focused on aiding weight loss or all taste the same. How can | best make
liquid meals and how can |l introduce variety?

A4 Dietitian review is always helpful. They will have ideas on types of soups, broths, thickeners,
blending and preparation.

Q5 | have end-stage Type 1 achalasia and I've had achalasia for over 35 years +. My only
option left is to undergo an Esophagectomy. Given my oesophagus is grossly enlarged, |
consume little and often and | eliminate the foods | know cause aspiration. | often find that after
a meal | am still hungry. Even after 7 days of liquid only diet, the gastroscopy identified my
oesophagus is still filled with food and | assume that this will eventually end with an esophageal
rupture. Is there an obvious diet plan | should follow that can prevent or slow down this
inevitability?

A5 A rupture would be a rare occurrence, not inevitable. The more worrying problem is
aspiration which can cause pneumonia and more insidious and chronic lung and throat
changes.

For persistent hunger : Emma - Is this because the liquid/ food isn’t reaching their stomach?
Majid - unlikely that no liquid is getting through, he has never seen this in benign achalasia.
Emma: On the basis that liquids are getting through to the stomach - liquids will pass through
stomach more quickly that solids so this is maybe why hunger reoccurs quickly. Foods
containing proteins and fats empty more slowly from the stomach so make sure the liquid drinks
contain some protein to make them more nourishing - eg if milk add skimmed milk powder to
fortify it and add protein to smoothies like ground nuts, oat flakes - ie things that would dissolve
and would float through without causing clogging.

If problems persist you should seek medical review as a naso gastric tube may be needed to
deliver nutrition and supplement what is being taken orally.



Q6 How can we ensure we eat enough carbs, when swallowing is very difficult?
A6 Try soft carbs such as bananas, oats, potatoes, soft pasta.

Supplements and achalasia

Q7 Is there a possible link between a person being deficient in Nitric Oxide and them later
developing achalasia?

A7 Sach: There has been research on nitric oxide’s role in achalasia and reflux related to its
role in the relaxation of the LES but he’s not aware of any research into nitric oxide deficiency
being a cause of achalasia or making symptoms worse. There are some small pockets of
ongoing research into neuro-gastroenterology but he is not aware of any firm data showing that
it either potentiates or leads to achalasia.

Q8 Does introducing foods rich in nitrates that encourage the body’s Nitric Oxide
production help relieve / minimise achalasia or even help reverse symptoms?

A8 Emma: Could find no evidence to support this idea.

Q9 Since my HM with fundoplication | suffer from B12, iron and folate deficiencies. Is it
possible this is a long term effect of being malnourished for a long time during
diagnosis and pre-surgery? | eat well now and am not underweight, but this is a recurring

problem.

A9 Panel are not aware of any studies that suggest this is connected - suggest you are
investigated for other possible causes such as pernicious anaemia or stomach ulcer.

Q10 Are there any studies on taking vitamin B12 (for the nervous system) and potentially
relieving achalasia symptoms

A10 No known link, no research in this area. Although there is always an overall health benefit
of supplements if there is a proven deficiency.

Impacts of different types of food on achalasia

Q11 Are there some food “rules” that can help to stop the autoimmune reaction in
achalasia?

A11 No particular evidence for food rules/guidelines in relation to achalasia . In respect of auto-
immune disease generally it is recommended to follow a mediteranean style diet with lots of
fruit and veg, olive oll, oliy fish, nuts and seeds.

Q12 Is avegetarian (or even vegan) diet after POEM truly advantageous considering the
risk of further loss of peristalsis or scar tissue buildup? Why?



Al2 Emma - Not a good idea to introduce more restrictions in your diet when you already have
trouble finding foods that you can get down. Wouldn’t recommend switching to vegan diet as
this tends to be fibrous and less liquid so could be hard to get down.

Majid - It's not necessarily the case that scar tissue will build up or that peristalsis will get
worse - if a patient is ok during the first sixth months they will most likely be stable thereafter,
scar tissue won’t suddenly appear or build up. Some patients are more prone to sacrring than
others, diet not really known to be a factor.

Q13 Is there any evidence that sugary food makes regurgitation/reflux worse?

A13 No reliable studies on this - some small studies that have suggested sugary foods increase
reflux but nothing very concrete. Certain foods that are more acidic can cause or worsen reflux
such as coffee, chocolate, spicy foods and eating large, calorific meals is often a trigger.

Nutrition and sports

Q14 Could you tell us how we can ensure children with achalasia Achalasia who are into
sports also maintain good nutrition?

Al4 Emma: Recommend a regular intake of carbohydrates for energy/ muscle fuel, have a
high carb snack couple of hours before exercise and refuel with high carb snack within an hour
after exercise. Softer oftens for carbs could be ripe bananas, cereal with milk, crackers, potato,
soft, well cooked pasta. Also important to stay hydrated but don’t need isotonic drinks, just
water and a snack.

Q15 I have long term recurring / end-stage achalasia and I'm trying to maintain an active
lifestyle for my physical and mental wellbeing. | want to maintain regular running 5-10k every
other day, do modified yoga, long walks/ hiking. However, | am on a soft diet and only able to
eat food/drink between 10am - 5pm. | am unable to drink during exercise due to the risk of
aspiration. How can we maintain being sufficiently nourished & hydrated whilst also
being as active as our body can be?

A15 Emma: Advice is similar to A14 -Recommend a regular intake of carbohydrates for
energy/ muscle fuel, have a high carb snack couple of hours before exercise and refuel with
high carb snack within an hour after exercise especially before exercising and refuel within an
hour after exercise.

Majid: Ensure you have exhausted all the treatment options before assuming you are end
stage. In any case remaining active is good with regular moderate exercise, within constraints
of what individuals can manage. Hasn’t come upon anyone with aspiration problems when
doing upright exercise.

Emma: Might be worth this particular person who is doing a lot of exercise to see a specialist
sports dietician to go through requirements in a lot more detail.

Medication

Medication causing achalasia

Q16 Can achalasia be caused by using certain medications?



A16 No studies have been done on this - nothing in the literature. Unknown what causes
achalasia. GLP1 agonists do slow the gut motility and cause gastroparesis though it is early
days and the long term effects are not known. Many drugs exacerbate the consequences and
hence the symptoms of achalasia by slowing gut moatility, causing constipation and delaying
gastric emptying. None have been shown to cause achalasia.

Q17 I have used SSRIs (Selective serotonin reuptake inhibitors - anti-depression drugs) since |
was 16 years old and sometimes I'm afraid they have caused the achalasia. However | have
also heard that some Achalasia patients get SSRIs prescribed for spasms. Do SSRIs
positively or negatively influence the disease? Do SSRIs change the Acetylcholine
balance in the body and thereby influence the peristaltic movement and/or LOS
pressure.

Al7 Melika - research suggested SSRIs are a possibility for relieving achalasia as they have a
muscle relaxing effect by producing serotonin in the brain. They can also improve mood and
anxiety which can in turn help symptoms. There is no suggestion that they have an impact on
gut motility either good or bad.

Majid GLP-1 ( a drug for diabetes and used now for weight loss) is not recommended for
achalasia patients as they are know to cause severe gastroparesis, slowing gut motility down.

Sach We need to be very cautious about making causal associations eg between certain drugs
and achalasia as the honest answer is that we don’t know what causes achalasia and at the
moment there is no strong evidence to link any drug as a cause of achalasia.

Q18 | met a person with achalasia who was convinced that hydrocortisone treatment used for a
minor ear problem caused their achalasia. | have also received hydrocortisone treatment, and
only after this treatment did already existing occasional swallowing problems develop into a
permanent condition. Does hydrocortisone impact on or cause achalasia?

A18 See Al7. The dose used for a minor ear problem would be very low and unlikely to cause
serious side effects.

Medication worsening achalasia symptoms

Q19 Are there any medications / treatments or even vitamin supplements that may cause
achalasia to worsen?l have been prescribed several supplements and medications (on a long
term basis) for example: supplements for vitamin D and calcium deficiency and Raloxifene. |
struggle sometimes greatly with spasms. Would you say that there are treatments that
could spike spasms or worsen the achalasia symptoms?

A19 Nothing documented

Q20 Giovanni Zaninotto previously mentioned Morphine not being good for the oesophagus. |
was given it after Heller's Myotomy and it caused me very bad pain in my stomach. | also need
pain relief for back or joint pain problems. | was recently prescribed Co-codamol dispensable.
I'm not sure if that is ok for the oesophagus. What pain relief is ok for people with achalasia
to take apart from paracetamol for complaints such as back pain?



A20 Majid: Some form of morphine likely to be administered for pain relief after most
operations including myotomy. Melika: For back pain you could consider other non medical
treatments like heat pads, accupuncture

Other medication questions

Q21 What are long-term effects of management of acid reflux with a high dose of
omeprazole?

A21 As noted above in the introduction use of PPIs long term can lead to vitamin and mineral
deficiencies including B12 and magnesium and calcium mal-absorption which can lead to
fractures and kidney diseases and may impact ischemic heart disease. So if on PPIs long term
these side effects should be monitored and vitamin and mineral levels should be tested to
ascertain if you need supplements. Try other treatments that don’t suppress acid - eg gaviscon
advance etc.

Q22 Are any of the following effective in the management of esophageal spasms? Low
dose antidepressants, peppermint oil, botox, glyceryl trinitrate (GTN), calcium channel blockers
A22 Yes to all except botox

Q23 Over the years | have been given various medications. Given the choice, | ask for a liquid
format. Presumably a capsule with instructions to swallow whole should not be taken/avoided if
it is likely to just sit at the bottom of the oesophagus for hours. Is it safe to crush all tablets
and mix with yoghurt to get them down?

A23 Can crush some tablets but certain types may not be suitable for crushing - eg coated or
extended release as this interferes with how they are meant to be absorbed. If crushing it's
recommended to get a pill crusher to do this thoroughly, fine to mix with something. Liquid
medications are hard to get on NHS due to the cost.

Treatment and surgery

Q24 | have been given three surgery options (to take place after October): (1) Another
dilatation, but if | do this I've been told other options are off the table (2) Hellers myotomy +
Fundoplication (3) POEM. I’'m probably not going to do another dilation. I'd be interested in
understanding more about the other options - what are the requirements, recovery times,
risks and long-term consequences of them? Would | be able to go on a long trip next April?
Most importantly, if | go with POEM, does that mean | can’t later do the Heller's myotomy +
Fundoplication, if needed?

A24 Depends on individual circumstances. If dilation was previously successful it may work
again.Poem and Myotomy are usually done under general anesthesia so recovery time is
similar, though Poem sometimes under heavy sedation. Nowadays all specialist surgeons
would combine a fundoplication with a myotomy as this deals with reflux.

Q25 | am a 37 years old dentist based in Singapore. | was diagnosed with achalasia type 1 and
had a POEM in 2020. Currently | am suffering from recurrent acid reflux, am on maintenance
Pariet 10/20mg once a day. Even on this regime, | still get occasional breakthrough reflux
pain/spasm a few times in a week. Should | go for Heller’'s Myotomy with fundoplication to



avoid having to take PPIs daily for the next 30-40 years, given that | am still relatively
young?

A25 If you have already had an effective poem it’s unlikely you would need a myotomy but
could in theory have repeat surgery to have a fundoplication added.

Q26 What's the best treatment for type 1 Achalasia?

A26 The appropriate level of intervention depends on severity of symptoms - ie going up the
ladder of treatments from dilation to surgery such as myotomy.

Q27 Is end stage achalasia inevitable. If so, what are the treatment options?

A27 No not inevitable as can have successful surgery followed by good management.
Oesophagectomy is a very radical procedure and it is rare that achalasia patients need this until
treatment options have been exhausted. First need to make sure all other options explored and
implemented competently.

Q28 There has been a lot of information in the press about the RefluxStop implant which is
lodged in the stomach to reduce gastric acid for those with GERD (Gastroesophageal reflux
disease). Can patients with achalasia who have had a Heller's Myotomy with
fundoplication have a RefluxStop implant fitted? Is it a safe and efficient option to
reduce GERD?

A28 This procedure is new and in the very early stages of being rolled out - its not currently
designed for use in achalasia though may be a good treatment in distant future. Curently only
designed for reflux disease and would need years of use for this before. Better for now to focus
on a good partial fundoplication which should stop reflux without needing a RefluxStop. The
Refluxstop is used along with a hernia repair and a variation of a fundoplication to keep the
lower oesophagus in place but this shouldn’t be necessary if the fundoplication following a
myotomy is sufficiently robust so not at risk of coming undone. Also the company would not
licence it for use in achalasia until many operations for primary reflux have been carried out
which is likely to be a decade away. Very safe option for patients with primary reflux disease.

Q29 I've been told my oesophagus is ‘baggy’. Is there any way that it can be reshaped?

A29 Not really,. Even a baggy oesophagus can be treated with an effective myotomy and
partial fundoplication and it is very rare to need an oesophagectomy.

Q30 What would cause a fundoplication and/or a Heller’'s Myotomy to come undone, and
is there an option for them to be redone?

A30 Heller’s shouldn’t come undone but it can scar up, though this will happen shortly after op
not in the long term. Fundos can loosen over time.

Achalasia symptoms




Q31 | was diagnosed with Achalasia Type 2 in November 2021. | have not had any treatment
and continue to try and manage my symptoms. Over the past year | have twice had stomach
bugs and although retching | seem unable to vomit, is this common with achalasia? | find
it quite frightening and worry about choking.

A31 Majid: The response of individual patients is variable. With a loose partial fundoplication
many patients can still belch or vomit. However many of the patients in the audience agreed
they also can’t vomit. It may depend on the tightness of the wrap.

Q32 | would like to know what the latest recommendations are to treat oesophageal spams or
if there have been any advances in research on this topic?

A32 Majid: Pre operation spasms could be caused by reflux, obstruction or another unknown
cause. For some patients an effective myotomy (or poem) will relieve spasms by removing the
obstruction sometimes patients also get them after the myotomy. Post operation the spasms
could still be caused by obstruction if the operation was not fully successful, or be caused by
reflux, which may be treated with PPIs. If it is not reflux or an obstruction, but an effective
myotomy has not helped ,then we do not know what is causing the spasms but they could be
treated with medication including nitrates and calcium channel blockers as explained by Melika
above in the introduction.

Q33 Is there any advice for calming down spasms? These can last hours sometimes!
A33 No answer in meeting - advice in booklets and also see advice re meds that may help

Q34 Is it common to experience shortness of breath while sleeping?

A34 Majid: This could be worrying as it could be caused by aspiration which can lead to
pneumonia and long term problems like lung abscesses/ fibrosis, so this could be serious. (Post
meeting note: Consider sleeping propped up on pillows or with the head of the bed raised.)

General questions

Q35 Is type 1 achalasia always a result of degeneration from type 2?

A35 This may be the case but progression of the disease is not the same for all patients.

Q36 Are there things we can do to avoid end-stage achalasia and the need for an
esophagectomy?

A36 See answer above - A27

Q37 My GP has arranged an endoscopy and barium swallow which indicates achalasia and |
am awaiting a manometry.How can | find an achalasia specialist in my area (North West) if
my GP doesn't know who specialises in achalasia? | am happy to travel, and see someone
privately, but it seems like most specialists are in London.

A37 Majid/ Sach: Manchester has good specialists in achalasia - Mr Vxx in Wythenshawe is
recommended, he has a major interest in physiology. (Also rec by some in the audience)



Also more generally if you go to a major UGI unit there’s no guarantee of finding an achalasia
specialist as many focus on cancer rather than the benign diseases.

Silvia: Just to add that if referred by GP for secondary care/ elective surgery you have a choice
of where to go all over England. Do your research to find someone specialsing in achalasia.

Q38 After being diagnosed with achalasia, | was also diagnosed with Multiple Sclerosis a few
years later. Has research shown any relations between achalasia and Multiple Sclerosis?

A38 No known link - no research on this. There has ben a lot of speculation about links with
other auto-immune diseases or about whether this is an auto-immune diease but no links or
causes have been proven.

Q39 Can you give me advice for battling fatigue?

A39 Majid: Comes down to good nutrition, see Emma’s excellent advice.

Emma: Eat regular meals, make sure you are eating enough and your weight is stable and
include carbohydrates for energy with each meal. Ensure a balanced diet which includes all
vitamins & minerals needed - beware of deficiencies in B12 or Iron which would cause
tiredness. Get checked at GP if fatigue continues to exclude vitamin & mineral deficiencies or
other causes unrelated to achalasia.

Q40 I am a woman with achalasia who is deciding on whether to have children. What are the
consequences of pregnancy on women with achalasia? Do symptoms improve or
worsen during pregnancy? And what is the risk of passing on achalasia?

A40 If nutrition is good and you are not on long term medication there should be no problem
with being pregnant. If you have previously had treatments such as a myotomy or poem
pregnancy may make reflux worse. Make sure your obstetrician knows about your condition,
they may want to speak to your gastro, who should confirm no problem.

Thanks for everyone to attending and to the panel for coming along to answer our questions.
We will aim to capture the chat and answer those questions.

If you have found this session useful please donate to Achalasia Action on our website buy
following this link:

https://www.achalasia-action.org/donate/
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