2026 Conference and Family camp

. A conversation .
Epldermoly3|s Bullosa and oral heol’rh '

Information and ques’nons answered

Hugh Trengrove



Blisters and erosions Blisters and erosions ++

Microstomia
Tongue ankylosis

: Blis’re_rsond'erosions % - Vestibule obliteration
Enamel defects (Al) - (Tooth decay - OH)
Failure of tooth eruption (Tooth crowding)

(Perioral granulation fissue) (Oral Squamous cell carcinoma - OSCC_)

(Gum overgrowth)

Blisters and erosions
(Microstomia)

(Tongue ankylosis)
(Vestibule obliteration)

Blisters and erosions
Gum disease (rapidly progressive)
Enamel defects (Al and hypoplasia)

Microglossia
Tongue OﬂkY!OSlS .‘ : Kramer S, Hillebrecht AL, Bekes K, et al . Oral health care pathways for patients with epidermolysis
Vestibule obliteration bullosa: A position statement from the European reference network for rare skin diseases. J Eur Acad

(OI’C” Sq'uomous cell carcinoma - OSCC) Dermatol Venereol.2025Jun;39(.6):1080—1090.



Mucosal fragility s
- Reduced mouth opening

Dental enamel defects

Gum disease

Tooth decay
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MOUTh ‘activities’ can be very painful with significant quality of life impacts

l  Quality of life

Oral hygiene

— PLAQUE

Diet

Scarring

- :39}‘\?‘%



BACTERIA
FROM PLAQUE

TIME




Oral hygiene = = e

Thepnmcry goal is ’ro-rém,ove or disrupt plaque

Thekeyls to adapt and customise your-approach -

- Cleaning aids

Manual toothbrush - eetena gauze

Inferdental cleaners

Electric foothbrush Cotton ﬂppe'd swab

Oral irrigators



Manual tooth brushing tips
+ Use a small-headed, vltra-soft brush (like a baby brush)

Warm water

'CarefQI, short, gentle movements, avoid scrubbing

If one area in the mouth is bad, leave but don't ignore other areas

Customise brush handles (and bristles)



“Ultra soft toothbrushes

CURAPROX ===

* GRIN

Mmual/sustainable

e TePe

COLGATE
% (Slim Soft Tapered / ‘ : ' A
Advanced) =

e SENSODYNE

(Sensitive / Deep
Clean Soft)

e SENSODYNE

(Sensitive / Deep
Implant Ortho)

e REACH

(Soft)



Selecting a toothbrush

Soft, extra soft, ultra soft bristles

Bristles with rounded énds / michfine tapered tips

Compact / small heads
Consider the head shape - tapered or diamohql shaped-can be

Consider the angle of the head to the handle

Consider the grip



Place bristles along the gumline at a 45° angle. Bristles
should contact both the tooth surface and the gumiine.

Gently brush the outer tooth surfaces of 2-3 teeth
using a vibrating back, forth & rolling mation. Move

brush to the next group of 2-3 teeth and repeat.

Maintain a 45° angle with bristies Tilt brush vertically behind the front Place the brush against the biting
contacting the tooth surface and teeth. Make several up & down strokes  surface of the teeth & use a gentle
gumline. Gently brush using back, using the front half of the brush. back & forth scrubbing motion. Brush
forth & rolling motion along all of the the tongue from back to front to

inner tooth surfaces. remove odor-producing bacteria.

Steps 1-5 of the “Press-Wiggle-Sweep" Bass Method

Brush 2 minutes . 2x day Replace brush every 2-3 months

Children and motivation



8 OSCILLATING-
ROTATING

Small, round head

Spin back and forth

SONIC

High-frequency
vibrations

Fluid dynamics

ULTRASONIC

Over 1.6 MHz
vibrations

No contact

Better plague removal
hard-tfo-reach areas
Mmicro-movements

. Reduced manual dex’reﬁ’ry, (motor does the work)

Built-in sensors (force & duration)

Technology



e ORAL-B ¥ » * 360PRO &

Oscillating-Rotating i] N

e g | me
, PHILIPS wesarses ] 233
SONICARE . xjaoMI » FOREO .

‘Mi' smart sonic brush : ‘ISSA’

I— S — e o —
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OSCILLATING- ULTRASONIC
ROTATING - = & -
(o © © o )
- "W i
Small, round head High-frequency Over 1.6 MHz | > ~ “ = » 7z
vibrations vibrations Oscillating-Rotating (and Pulsating) Action

Spin back and forth Fluid dynamics No contact

Oral-B models use physical, mechanical scrubbing.




B8 OSCILLATING- ULTRASONIC
ROTATING

Small, round head High-frequency Over 1.6 MHz
vibrations vibrations

Spin back and forth Fluid dynamics No contact

Sonic technology pulses water between ’re_e’rh, and its brush strokes break up plaque
and sweep it away.



Pulsating stream of pressurised water to clean
food debris and plague from between the -

- teeth and beneath the gumline

. Orthodontics, implants and bridgework
« Limited dexterity |

. L|m|’red mouth openmg

= ‘D|5|n’reres’r’

Does not replace floss or interdental brushes

i '.-‘\7.,
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e WATERPIK
(Ultra Plus)

* AQUAPICK
(AQ-350)

P:";J
B ()

C——

PHILIPS
SONICARE

(Power Flosser)

ORAL-B
(Aquacare 6)

* COLGATE
(Blast series) ’ K

o
* PANASONIC
(EW-DJ11 collapsible)

Ty



10 slide-pressure settings, pulsed stream (~1,400
" pulses per minute) that alternates tissue compression
and decompression to flush the gingival sulcus

Cordless and plug |n | In’rerchongeoblé 360-
degree rotating tips




Pulse Wave guided flossing for thorough 360° cleaning

Specioliéed X-shaped nozzle (Quqd Stream). This splits the
water into four targeted streams to cover a wider surface area
of the ’ro'o’rh and gumline at once

Pulse Wave technology, which creates distinct, rhythmic
pauses in the water flow fo cue you ’ro glide the nozzle to the
next interdental space.

Cordless and plug-in. 10 intensity-settings




(Oxyjei / Micro-bufbble) The irrigator-compresses air

into the water to form millions of micro-bubbles to
- target anaerobic plague bacteria under the gumline
by infroducing oxygen into the environment.

Engineered primarily around gentle, oxygenated
gum care rather than high-velocity blasting:

3 distinct hydrostatic in’ren‘siﬁe.s including Sensitive: A
very low-velocity setting calibrated for inflamed
gums, acftive ulcers, or sensitive teeth.

~ Cordless and plug-in. 10 intensity se’rﬂngs

OralB-

AQUACARE (5
[PRO EXPERT T

Qakernic y{} ¢ ‘

* INTEN
CLEAI

GENTLE INTERDENTAL/
CLEANING FOR ;
HEALTHY GUMS




_Toothbrushes only reach the front, back, and
biting surfaces—interdental aids clean the
spaces where teeth touch. ' ~

- Clear away trapped food debris and bacteria
that cause interproximal decay (cavities that
form between tight teeth). '



* Piksters » Grin 99 e TePeEasyPick™ 99

* TePe » Reach Access Flosser e Elastomeric
s Curaprox 3 C0|gate A\t D ® TePe EasyPick™ /

AR

* Colgate & DentalPro * Oral-B D ¢ Colgate Soft inteftentdl

| | ]

1]} o

— —

» TePe EasyPick™ @ e Specialized (TePe, Curaprox)
» Colgate v © * Implants (Reach, Grin)
* Oral-B ’ ( f

R — e Ortho (TePe)
* Blue M AEEE ’ g

) o
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Colgate Savacol ' _
S : Chlorhexidine (0.2%) — alcohol free _
ey Curasept Rinse 2 x day for 2 weeks every 3 months

== Curaprox Perio Plus

| ‘
\ ool
.

e | . Cetylpyridinium chlorid_e (+ fluoride
Colgate Plax Suitable for daily use '

Listerine — Essential oils Colgate Peroxyl — hydrogen peroxide Cepacaine — cetylpyridinium



_Pdi‘nﬂrelief!!! = EB team

Dental Plaque

N2 A

i - Discontinue tooth brushing (or restrict)
~-{  Disrupt plague - moistened gauze, cotton swabs,

- interdental brushes (Curasept Gingival Gel)

Rinse with water du"ring the day, especially after meals



. Rin'se with wc’rerduring the day, especially affer meals
Chlorhexidine mouthwash 5-10ml (2%) swish 30s spit, 1-2 day

Lo dll Sodium Bicarbonate / Saline Rinse %t of salf & 14 baking soda in
 Savacol | | | a glass of warm water 4x day (22 s’rmg).

Saline Rinse st of salt in a glass of warm water 4x day (¢2 sting)




¥ Afta _Careful diet =soft, puréed, or liquid high-energy, high-protein diet

med

Local pain control = - Numbing solution (lignocaine) before meals and bed
| - - Diflam{Benzydamine)}-mouthwash-orspray o
. - Af’rcmed(hyoldronic salf) | Xylocaine 10%
"y - Oral7 DentaMed . : _ Z‘:gi Spray
|MMEDIATELY : < ; . . , 10mg/100microlitre
‘f,”",cefm" High fluoride toothpaste - finger fo smear on feeth (gumline) =~ [

th
- 46 \c !M Pack includes one single use
\ ; disposable nozzle

.m!ﬂ' CUI’CISGpT GIHQIVCH Gel - finger ’ro smear on teeth (gum Ime) = 500 doses

50 mL spray solution
AUST R 134540

'Resume normal oral hygiene as SOON A possible P




Diet
Painful to.eat - Tendency towards high-carbohydrate, soft or liquid diet
- Frequent sipping of sweet drinks or supplements

”High carbohydrate die_’r favors plaque formation - tooth decay / gum disease

Tlps
* Tryfo have sugary drinks or supplements WITh meals, not cons’ron’rly during the day
« Rinse with water (or brush if possible) after eating

. Brush with fluoride containing ’roo’rhpos’re spit but don’t rinse after
« Work with dietitian / denfist



~ Ulceration can lead to scarring
Scarring e =
| R_édu'ced-orol opening (microstomial)
‘Reduced tongue mobility (ankyloglossia)
Space between lips/cheeks and teeth may disappear (vestibule obliteration)

Mou‘rhécorrihg makes eating, speaking and dental freatment difficult

Microstomia tends to be progressive, worsening over time
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Preveﬂ’rlon IS obsolu’rely critical : =
Mus’r do every’rhmg p@SSible to minimise scarng - friction == s

Regulcr daily gentle | JCIW s’rre’rchlng exercises

Build into daily routine (meals, dressing chonges pre-dental work)
Devices available ~




Mild, superficial scarring _
— Skin-grafts, small local cu’ronéous/mucos_ol flaps (Z-plasty, limited Y-V, rhomboid, trapeze)

Moderate; localised commissural/mucosal scarring
— Y-V, rhomboid, or trapeze mucosal flaps; double Z-plasty; asterisk design if more widening needed

Severe or diffuse perioral scarring, but local tissues viable - ,
— More extensive local flaps (asterisk, nasolabial pedicle flap), possibly combined with grafts

Very severe, deep, diffuse scarring with poor local tissue/vascularity ; |
— Free flaps (RFFF for unilateral; windowed DIEP or similar for bilateral/extensive), offen combined
with local flaps for final commissure shaping

Jeong D, Saffari TS, Lico A, ef al. Surgical Management of Microstomia: A Comprehensive
Review of Treatment Options. JPRAS Open. 2025 Mar 7;44:178-193.




ltuarte BE, Rosa-Nieves PM, Schissel M, A pilot study of CO, laser-assisted drug delivery of hyaluronidase for the freatment of sclerodermo induced
microstomia. J Am Acad Dermatol. 2026 Jan; 94(1) 363-365.

Salimi E, Assar S, Salimi A, Mohamadzadeh D. Fractional Carbon Dioxide Laser for Treatment of Microstomia and Rhytids in Systemic Sclerosis Patients.
Mediterr J Rheumatol. 2024 May 21;35(3):459-463. doi: 10.31138/mir.101223.fcd. PMID: 39463866; PMCID: PMC11500117.
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Early p_r_bfec’rive coatings and coverings on teeth
- . Fissure sealants Fluoride

1. TOOTH PREPARATION 2. COMPOSITE RESIN 3. SCULPTING & 4. UV LIGHT CURING &
& ETCHING APPLICATION SHAPING POLISHING

Bonded freatments



o "—\T'-‘}

Prevention |

Fluoride treatments, diet, optimise home

care — oral hygiene, sensitive toothpastes,: =
' : ' People with EB have more tooth decay



Regular dental examination
Early profective coo’rihgs and coverings on teeth
Fluoride freatments

Care with diet

Optimise home care — oral hygiene, sensitive toothpastes



A’r Ieas’r 1000ppm ﬂuorlde Adul’rs Qnd chlldren -

-

Infqnts & Toddlers (Flrsf Toofh up To 2 yeors)
: ~ A bare smear - Rice grain size

Children (Under 5 years) - - ‘
A small smeor/ holf-‘peo size

-t e =

- Chlldren & Adults (6 years and over)

A standard por’rlon Pea- 3|zed omoun‘r =

High—concen’rro’rion' 5,000 ppm fIUo'rid_'e (increased risk for decay)

i
¥ g
"gé
(EF 200
e |



At Iegdé’r 1000ppm fluoride — Adults and children

Infants & Toddlers (Firsf tooth up to 2 years)
- A bare smear - Rice grain size

__ Children (Under 5 years)
A small smeor/ half-pea size

Chlldren & Adulis (6 years and over)
A standard por’rlon Pea- S|zed omoun’r _

Sodium lauryl sulphate — foaming agent

May need to avoid

Strong menthol / mint flavourings



High—concen’rrqﬁon 5,000 ppm Afluoride (increased risk for decay)

' I l‘ MEDIC

LDRE “ "
Colgate (ﬁ

3M ESPE

1.1% Sodium Fluoride \ y
Anti-Cavity Toothpaste G . Phosphate
& Exclusively from 3M ESPE
NPN 80012416

Clinpro™ 5000 anla ik
i | Tri-Calcium

PHARMACIST ONLY MEDICINE
KEEP OUT OF REACH OF GHILDREN

Pl Colgate

NevrraFivor

5000

sommeit
as Iy
. aup-mmu

: mww o dyyd

dentst or doctor

B o

rmere NETHS g wstnowe

Chlldren & Adults (6 years and over)
A standard portion Pea-sized omoun’r



 BLIS PROBIOTICS

—I— O OT H advanced probiotic

defence for healthy | :

G UAR D teeth & gums

+ ONCE DAILY

,E‘,o -Grin Pro Enamel Care Red Seal Bﬂkiﬂg Nelele -

¢ e o & Hydroxyapatite 2

b«D ; : : ..
No fluoride

NoO fluoride




Frcg_i-lielgums that get very inflamed and bleed easily.

Rapid gum and bone IOss_ around teeth (early, aggressive periodontitis).

Very regular, gentle gum care and professional cleanings are essential.

Focus as much on the gums as on the feeth.



What you should expect from your dentist f

defi‘f’ru

Oral health care

iLWl LEY
CHAPTER 3: Oral health care and dental treatment
for children and adults living with epidermolysis
bullosa—Clinical practice guidelines

Guideline objectives: to provice a complete
inherited EB; the st practices for m
practices on d

hygienist C: 2 gil & h need dental
treatmer = €l hesi n: Y ists, yngologists (ENT),
nurses, dietitians, speech and langua h EB and their families.

Susanne Krimer | James Lucas | Francisca Gamboa | Miguel Pefiarrocha Diago |
David Peniarrocha Oltra | Marcelo Guzman-Letelier | Sanchit Paul | Gustavo Molina |

Clinical practice guidelines: Oral health

care for children and adults living with

epidermolysis bullosa

Lorena Sepulveda | Ignacio Araya | Rubén Soto | Carolina Arriagada |
Reinhard Schilke | Mark Adam Antal | Fernanda Castrillon | Victoria Clark

Published 2020 | Funded by DEBRA UK




~ What you should expect from your dentist

Hove an unders’rondmg of EB (a whole re lfcon/hfe perspec’nve)
Keep learning from you, and from EB guidelines and <. < .ich

Understand fhe oral Implications «.f =8

Have a stfrong focus or. Lteventafive care
Tailor your dsntal care to your EB type and your personal situation

Licise and cdordino’re with your GP and EB specialist tfeam



~ What you should expect from your dentist

Cool air-conditioned environment
Allocate sufficient time for the procedure

Allow you (patient) to position yourself (or parent caregiver position child)
Hav.e regular breaks to rest and change position |

Lubricate lips and areas that might rub with protective emollients (e.g., vaseline)
- Repeat “Repedt - =Repedi Repeat Repeat

Good analgesia



~ What you should expect from your dentist

Your d_e_n’ris’r needs to

Lubricate and protect

Avoid bulling or sliding ins’rfurhen’rs along your mucosa
Avoid high volume suction — careful positioning

Care with air/water syringe :

Moisten when possible (cotton rolis)

Check for blisters and drain with sferile needle retaining roof — enhance healing. '

No tape or adhesive dressings

Extra oral radiography



- How to make your visit fo the dentist the best (it can be)

= frorh'posi’rii‘on.ihg in the dental chair fo leaving
Bring any pressure reduC_’riOn ifems to the dental appointment
Lubrico’renlips and areas that might rub with protective emollients (e.g., vaseline)

Do gentle mou’rh—bpening stretches before The appointment

Ask for breaks



High risk of oral
disease

Moderate risk of oral
disease

Low risk of oral

disease

[

EBS DDEB
severe RDEB loc

types

EBS
localized
and
intermed

l

Paediatric dentist at age
of 3 to 6 months
(Even before the first tooth erupts)

Paediatric dentist at age
of 6 months
(Once the first tooth erupts)

As general
population

Follow-up

L4

L

l

Childhood and adolescence:
Every 3 to 6 months
Adulthood: Every 6 to 12 months

Childhood and adolescence:
Every 6 months
Adulthood: Once a year

As general
population

Kramer S, et al Oral health care pathways for patients with epidermolysis bullosa: A position statement from the European
reference network for rare skin diseases. J Eur Acad Dermatol Venereol. 2025 Jun;39(6):1080-1090




| ‘fAdvanc‘e'qure’: Dental Implanfé* |

-
» %




% fAdvancéd Care’: Dental Implanté' |

Implants can give'fixed‘"re'e’rh' that don't rub the gums as much
Some clinical conmdero’nons for EB people '

No e\/ldence of mcreosed rate of |mplcm’r failure in people with EB

Con5|derahons
Home care -

Microsotomia

Maintenance .
| Cost
What next!




% fAdvancéd Care’: Conipiex care




Hugh Trengrove
hirengrove@adhb.govi.nz



